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ABSTRACT 

This document is designed to assist state and local 
program administrators in responding to the need for comprehensive 
care for children (specifically children under the age of 13) and 
child-rearing families affected by Human Immunodeficiency Virus (HIV) 
infection and Acquired Immune Deficiency Syndrome (AIDS). The 
document is based on the premise that HIV infection in children must 
be seen as a family-based issue, involving parents, siblings, and 
extended family, and the premise that all families have strengths 
that professionals can build upon to empower and assist them in the 
care of their children. The document defines the scope of the 
problem; outlines the elements of comprehensive family-centered care 
(prevention, testing and counseling, integrated medical care, 
developmental and educational services, mental health assessments and 
interventions, basic support services, and social and legal 
services) ; describes how to organize these elements into a 
cooidinated system; and suggests ways to finance community-based care 
programs through federa.i resources, state action, and private 
funding. Four case studies of state and local comprehensive care 
systems (from New Jersey, South Texas, Massachusetts, and 
Philadelphia) outline the way in which government, community, and 
private resources have been interwoven to make the system work. 
Appendices list many print and organizational resources. (JDD) 
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Family-Centered Comprehensive 
Care for Children with HIV/AIDS 

The Problem 

• Asof'thecncloflune, 1991, 
3,140 children \\\u\cv 13 with 
AIDS were reported to the 
over half of them in the la st 2 years 
alone. Of these, 84 percent were 
infected perinatally, and 52.2 
percent have died. 

• AIDS in women and children is 
spreading heyond the large 
urban epiceiUers to siuallei' 
urban and even rural settings. 
The greatest increases in num- 
bers of cases reported to the 
(;D(^ were in the rural areas and 
in metropolitan areas with popu- 
lations of under 1()(M)()0. 

• Based on tlie National Suney of 
Childbearing Women, the iX)C 
estimates that r),()()()-6,()()() HIV- 
infected women gave birth in 
the past year. Based on a 30 per- 
cent transmission rate, it is esti- 
mated that 1,800-2,000 infected 
infants were born, 

• ('children of minority families are 
disproportionately represented 
among children with HIV infec- 
tion. For example, although 
only 1,^ percent of all childi en in 
the United States are African 
American, they are known to 
account for h\ percent of all 
AIDS cases, and although only 

8 percent of all children in the 
United States are of Hispanic 
descent, they account for 26 per- 



cent of AIDS cases in children. 
By 1988 in New York State, 
HIV/AIDS was the first and sec- 
ond leading cause of death in 
Hispanic and black children 1-4 
years old, accounting for lo per- 
cent and 10 percent respectively 
of all deaths in these age-race 
groups. 

Services Needed by Children with 
HIV/AIDS 

• Families with HIV-infected chil- 
dren are frequentlv known to be 
poor, or minorities, with limited 
access to ser\'ices, transpoita- 
tion, and housing; the vast 
mi^jority may have a histoiy of 
drug dependence or exposui e 
lo drug users; and generally, 
there is more than one family 
member infected or ill. 

• Involving families with HIV- 
infected children from the start, 
as advisors and/or consultants to 
policy makers, will ensure that 
comprehensive systems are 
indeed comprehensive, and as 
such, responsive to the specific 
needs previously identified by 
these families. 

• The document describes ser- 
vices, and in particular, 18 types 
of semces that these children 
and their families may need. 
They range from primaiy pre- 
vention, education and behavior 



change, drug treatment, testing 
and counseling, to integrated 
medical care, developmental ser- 
vices, special and school-based 
education, mental health assess- 
ments and interventions, family- 
to-family support , nutrition 
assistance and support services. 
These support services include 
child and respite care, housing, 
transportation, legal services, 
foster care, adoption services, 
and group care. 

• Services such as these are most 
likely accessible to families when 
offered in community-based 
settings. 

Coordination: Creating a 
Comprehensive System of Care 

• The many different kinds of ser- 
vices and providers needed by 
children and families with HIV 
infection require extraordinary 
coordination to operate as a sys- 
tem of care. Such a syatem of 
care must integrate highly spe- 
cialized HIV-related medical 
care with basic primary care, and 
this integrated medical care 
must itself be integrated with 
developmental and social ser- 
vices. This variety of services 
must also be linked at the level 
of care provision to the family. 

• Interdisciplinary and interagen- 
cy partnerships at all levels will 
be required. A combination of 
personal, public, private, and 
corporate resources are neces- 
sary to create the system of care 
to answer the complex and mul- 
tiple needs of children with HIV 
infection. 



• Community support is of the 
utmost importance before any- 
thing else can occur. At the out- 
set, careful and thorough con- 
sultation with families is critical 
in designing systems of care that 
will meet the true needs of these 
children <?nd their families. 

• A promising way to develop and 
instititionali/e such needed 
coordination is the "transagency 
model" — a model in which ser- 
vices are coordinated by a board 
composed of staff from agencies 
whose services are part of the 
comprehensive care. Care coor- 
dination teams are also formed 
to develop a family care plan. 

Financing Family-Centered 
Comprehensive Care for Children 
with HIV 

• Given the scope and the range 
of services needed by HFV-infect- 
ed childi on and their families, 
the financing of these services 
must be obtained from a wide 
variety of sources. Communities 
that have responded most vigor- 
ously to the HIV epidemic and 
the needs of the people have 
done so, not with Federal 
sources alone, but by integrating 
state, local government sources, 
foundation, businesses, and pri- 
vate and volunteer sources. 

• It is important that program 
administrators charged with 
developing comprehensive care 
systems ensure that personnel 
from diverse funding sources 
articulate and work together 
toward a common goal. 
Administrators must also find or 
sustain such care or program 



funding once demonstration 
programs have expired. 

Available resources can be more 
effectively used when coordinat- 
ed across agencies and disci- 
plines; when directed toward the 
specific family needs; and when 
used to enhance or extend exist- 
ing care systems, rather than cre- 
ating new ones. 

Among the known Federal 
resources available for funding 
are: Medicaid, including option- 
al waivers for home- and com- 
munity-based care; U.S. Public 
Health Service programs, includ- 
ing Title V Maternal and Child 
Health block grant programs, 
pediatric AIDS model demon- 
stration programs. Community 
and Migrant Health Centers, 
and substance abuse programs. 
Other Department of Health 
and Human Services 
prograrrs are: Social Ser\4ces 
block grants (Title XX), Head 
Start programs, the Abandoned 
Infants Assistance Act, and the 
Administration on 
Developmental Disabilities. 

The document provides four 
case studies of state and local 
comprehensive care systems — 
from New jersey. South Texas, 
Massachusetts, and Philadelphia. 
They outline the way in which 
Federal resources have been 
interwoven with stale and local 
resources, and with existing 
community and private and vol- 
unteer resources to make the 
system work. In addition, the 
document provides a summai^ 
of recent state activity on pedi- 
atric AIDS, a listing of several 



private sources of funding, and 
some national organizations that 
have funds and offer sei-vices for 
children with HFV infection and 
their families. 



Conclusion 

The needs of HIV-infected chil- 
dren and their families are com- 
plex. Specific initiatives to coordi- 
nate the full range of services 
required to address such com^jre- 
hensive care are timely and neces- 
saiy. For the most part, new com- 
prehensive care systems should not 
be instituted; instead they should 
be interwoven within the broad 
capacities of existing programs. 
These include those care systems 
for adults with HIV infection and 
AIDS that have been previously 
established by the gay community, 
those of minority organizations, 
and others known to have been 
established to address the needs of 
children with HFV infection and 
f 'leir families in the past. ^ 

August 1991 

Antonia C. Novello, M.D., M.P.H. 

Surgeon General 
Chair 

James R. Allen, M.D., M.P.H. 

Director, National AIDS Program Office 
Co-Chair 
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Communities throughout 
the United States are 
struggling to confront the 
diverse and compelling needs of 
families with children infected 
with the Human Immunodeficien- 
cy Virus (HIV). While these fami- 
lies have many of the same con- 
cerns as families of children with 
other chronic illnesses, they face 
additional challenges because of 
the circumstances surrounding 
HIV infection. Public fear and 
ignorance regarding the nature 
and transmission of HIV infection 
generate discrimination and isola- 
tion. Families with HIV-infected 
children frequently are poor and 
members of a minority communi- 
ty', with limited access to sen'ices, 
transportation, and housing; most 
have a histoiy of drug dependence 
or exposure to drug users; and 
there is generally more than one 
family member who is infected or 
ill, often a mother too ill to care 
for her children. Efforts to 
respond effectively to pediatric 
HIV infection must address these 
problems through the deliveiy of a 
broad spectrum of multidisci- 
plinaiy and coordinated medical 
and social semces. 

Experience and research have 
shown that these ser\'ices are most 
likely to be accessible to families if 
they are offered in community- 
based settings. For purposes of 
this document, "community-based" 
implies geographically proximate, 
available senices, delivered in and 
by a given community. In many 
communities, however, the neces- 
saiT range of medical and social 
semces may not be available. In 
others, needed semces may exist, 
but they may not be accessible to 
those in greatest need or tuey may 
be seriously fragmented, with inad- 
equate and/or ineffective coordi- 
nation among agencies and 



providers. Further, specialized 
HIV-related semces for children 
and families are, in many 
instances, being developed in isola- 
tion, apart from the seiyice system 
for children with iHher special 
needs and out of touch with the 
daily life of the communities in 
which these children live. 

(Children with HIV infection are, 
above all, children. Effective, com- 
munity-based programs for chil- 
dren with HIV infection should, 
therefore, embrace the dual goal 
of providing the known broad 
spectrum of medical and social ser- 
vices needed by these children, 
while at the same time ensuring 
that such intenentions meet the 
basic need of all children to grow 
and develop in a nurtiii ing, fam''v- 
based environment. 

For all of these reasons, compre- 
hensive systems of care to sen e 
children with HIV infection and 
their families are urgently 
required. These systems, to be suc- 
cessful, must be purposefully craft- 
ed to be coordinated, family-cen- 
tered, and coinnnmity-based. 
Currently, no single agency or pro- 
gram is equipped to provide the 
myriad ser\Mces needed by children 
with HIV infection and their fami- 
lies. Therefore, when these com- 
prehensive systems of care are 
being created, they should not be 
established de novo; instead, they 
should be intenvoven with existing 
prograius to take advantage of 
their broad experience and capaci- 
ties. Many of these programs, 
including the care systems for 
adults with HIV infection and 
AIDS that have been established by 
the gay community, minority orga- 
nizations, and others, have already 
begun to address the needs of chil- 
dren with HIV infection and their 
families, r 
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This docunuMit is designed 
to assist slate and local pro- 
gram administrators in 
responding to the need for voin- 
prehensive care for children in 
their communities, specificalh 
children under the age of and 
child-rearing families affected by 
HIV infection and AIDS. It is 
based on the premise that HIV 
infection in children must be seen 
as a family-based issue, involving 
parents, siblings, and extended 
family, spanning the transition 
from childhood into adull life. 
Although these recommendations 
are also relevant to adolescents 
with HIV, the complex needs of 
adolescents require additional spe- 
cialized approaches and senices 
that fall beyond the scope of this 
document. 

This document defines the scope 
of the problem, outliiies the ele- 
ments of comprehensive family- 
centered care for these children^ 
describes how lo organize these 
elements into a coordinated sys- 
tem, and suggests ways to finance 
community-based care programs. 
It reflects the growing consensus 
that family-centered semces 
should be the standard of Care for 
all children with special health 
care needs and their families. 
Family-centered care is based on 
the premise that all families have 
strengths that professionals can 
build upon to empower and assist 
theni in the care of their children » 
and it is achieved through fanii- 
ly/professiotial collaboration. 
Only when families aie involved 
from the start as achisors and con- 
sultants to policy makers and care 
providers will we be able to ensure 
that comprehensive care systems 
are responsive to family-identified 
needs. 



The Ryan White Comprehensive 
AIDS Resource Kmergency Act ol 
1990, Public Law 1()1-:^H1, which 
calls for family-centered care for 
women, children and families with 
HIV infection, defines family-cen- 
tered care as a '^partnership among 
parents, professionals, and the 
community designed to ensure an 
integrated, coordinated, culturalh- 
scnsitive, and community-based 
continuum of care." therefore, 
"family" needs to be defined 
broadly lo include all types of fami- 
lies, including single-parent fami- 
lies, because temporaiy or ongoing 
responsibility for the care of inlecl- 
ed children and their siblings is 
often assumed by extended family 
members (including grandpir ents, 
uncles/aunts), concerned friends 
and neighbors, or *bsUM' or adop- 
tive parents. 

Vhis docimient was developed b)' 
iie U.S. Public Health Semce 
Panel on Women, Adolescents, 
and Children with HIV Infection 
and AIDS, chaired by the Siugeoii 
(ieneral and co-chaired by the 
Director of the National AIDS 
Program Office, and is intended to 
build upon other reports and rec- 
ommendations concerned with 
this issue. These include the 19H8 
report by the HHS Secretaiy's 
Work Ciroup on Pediatric HIV 
Infection and Disease, which made 
recommendations for Federal and 
slate policies regarding research, 
care, financing, and prevention, 
l liis current document seeks to 
extend these and other efforts by 
providing practical information to 
assist state and local program 
administrators in focusing the cre- 
ative energies of local communities 
on the development of coordinat- 
ed, comprehensive systems of Care 
for chiklren with HIV infection 
and their families, 
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Epidemiology 

The first case ot pediatric 
Acquiied Inimuiio- 
(leticiency Syndrome 
(AIDS) was reported early in I9H2. 
By June 1 99 1, over cases ot 
AIDS (:i,14()) in children less than 
13 years of age had been reported 
to the (lenters for Disease (Control 
(CDC). Between July i9«9apd 
June 1990, 697 cases were report- 
ed, a 12 percent increase over the 
previous 12-monlh period and a 37 
percent increase over the same 
period in I9«7-I9««. Because AIDS 
is usually the end staj^e of HI\' 
infection, and the time from infec- 
tion to the emerj^ence of symp- 
toms may take several years or 
more, only a portion of chiUhen 
infected with HIV are reported to 
have AIDS. Therefore, the fij^ures 
rej^ardinj^ cases of pediatric AIDS 
do not reflect the entire scope of 
the problem. In some communi- 
ties, as many as 2 percent of all 
newborns are horn to women 
infected with HIV. It is estimated 
that in I9H9 alone, between 1,500 
and 2,000 HIV-infected d lUhen 
were born in the United Stales. 
Thus, even if transmission of HIV 
to children were to cease at once, 
clinical HIV disease would remain 
a pediatric concern for many years 
to come. 

The huge uiban aieas that wei e 
the original epicenters of the HI\' 
epidemic continue to t xperience 
the largest social and economic 
toll from HIV infection. However, 
suiveillance data have document- 
ed that the geographic chstrihutioii 
of HIV infection in chilch en has 
become increasingly broad. 



Before 1985, 58 percent of the 505 
children with AIDS who were 
infected at birth were reported 
from only three urban areas: New 
York City, Newark, and Miami. 
However, since 1985, only 30 per- 
cent of the 909 chilch en with AIDS 
acquired in this same manner have 
come from these three cities. 

ChiUh en of minority families are 
dispropoi'tionately represented 
among those with HIV infection. 
Although only 15 percent of all 
chilch en in the United States are 
African American, and only 8 per- 
cent are Hispanic, these minorities 
have accounted for 51 and 20 per- 
cent, respectively, of reported 
AIDS cases in chilchen. 

The current prognosis for chilch'en 
infected with HIV is grim. 
Through June 1990, 53 percent of 
the chilch'en reported with AIDS 
cases were known to have died. 
Increasingly, HIV infection is 
changing the mortality patterns of 
children in the United States. In 
1987, the most recent ynir for 
which national mortality statistics 
are available, AIDS ' .as the ninth 
leading cause of death in chilch'en 
ages 1-4 vears, and the twelfth lead- 
ing cause of death in children ages 
5-14 years. 

Another serious repercussion of 
HIV infection for families is the 
fate of the 65 to 75 percent of the 
chilchen born to HIV-infected 
women who will sunive, uninfect- 
ed. If the other biological parent is 
absent, these children, along with 
their uninfected siblings, will be 
orphaned. They will need ongoing 
social support seniees, and they 
will face significant psychological 



trauma and possible stiginati/a- 
tion. Adoption or options for 
adoption nuist be actively pursued 
for these children. 

The Clinical Expression of HIV 
Infection and AIDS 

Modes oj Transmission: ('bildi en 
can be infected with HIV in several 
wavs. Most common is transinis- 
sion from an infected mother dur- 
ing pregnancy or deliveiy; 84 per- 
cent of all children with AIDS are 
infected in this way. Transmission 
of HIV through infected blood 
products has also occurred in a sig- 
nificant number of children. Veiy 
rarely, mother-to-infant transmis- 
sion through breast feeding has 
been reported. 

Although the precise mechanisms 
remain poorly understood, the 
perinatal or 'Vertical" mode of HIV 
transmission from mothcr-to- fetus 
appears to occur when the virus 
crosses the placenta or when the 
newborn is exposed to maternal 
blood during the birth process, 
(airrent information indicates that 
from 25 to 33 percent of children 
born to mothers with HIV^ infec- 
tion will themselves become 
infected. 

Children infected with HIV 
through the receipt of contaminat- 
ed blood or blood products cur- 
rently comprise approxiiuately 15 
percent of all pediatric AIDS cases. 
Most of these are children with 
hemophilia who, before adequate 
blood supply testing and blood fac- 
tor product heat treatment was 
implemented, received blood 
pro(hicts infected with HIV. With 
improved methods, this group rep- 
resents an ever-smaller percentage 
of pediatric AIDS cases. These chil- 
dren tend to be school age or ado- 
lescents, and have a host of special 
needs related to their entr\' into 
the adult world and sexual activity. 



Because mother-to-infant transmis- 
sion represents the most frequent 
cause of pediatric HIV infection, 
the distribution of AIDS in chil- 
dren will be shaped largely by pat- 
terns of HIV infection in women. 
Here, in jection drug use is of cen- 
tral concern. Of the 2,490 cases of 
perinatally acquired pediatric 
AIDS reported to the CDC 
through March of 1991, 1,22H, or 
49 percent of these mothers were 
infected as a result of their own 
injection drug use and another 
5H1, or 23 percent, from sexual 
relations with an in jection drug 
user infected with HIV. Thi.s 
means that most pediatric cases 
o( cur in a setting of profound 
social disruption. In addition to 
poverty and lack of familial or 
community support, the chiUKs 
health care needs may be compro- 
mised by overriding concerns 
regarding adequate food, housing, 
and transportation. This transmis- 
sion pattern also means that at 
least one, and often both of the 
parents must face the personal 
burden of illness that their own 
HIV infection implies. 

Asymptomatic Infection and the 
Risk'' Child: The clinical manifesta- 
tions of HIV infection and AIDS in 
children are preceded by a period 
in which the child, although infect- 
ed, may not exhibit symptoms or 
illness. Early in life, infected chil- 
dren may appear totally noi inal. 
This period of "asymptomatic 
infection** varies in length, but 
appears to be shorter in childi en 
who acquire HIV perinatally. AIDS 
symptoms develop in an estimated 
5 to 10 percent of HIV-infected 
children in the fu st year of life and 
in approximately H percent per 
year thereafter. By age five, there- 
fore, about half of the perinatally 
infected children will have devel- 
oped symptoms. However, changes 
in treatment regimens may extend 
the period an infected child is 
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syiiiptoni-frce; even now, some 
children niay not exhibit synip- 
tonis until long after birth, per- 
haps ten years or more. 

Another problem reflects a short- 
coming in HIV testing methods. 
Standai'd tests, which look for anti- 
bodies to HIV, cannot identify 
whether an infant boin to an 
infected wom • is truly infected. 
This is becur mother's HIV 
antibodies c; the placenta, 

and may be found in the infant's 
bloodstream for 15 to 18 months 
after birth. Not uiuil the maternal 
antibodies in the infant disappear 
can standard screening tests distin- 
guish between infected and iion- 
infected infants. During this peri- 
od, the child is considered to be 
"at risk" for infection and requires 
careful monitoring foi* biochemi- 
cal and physical evidence of illness, 
and their families' psychosocial 
needs desen'e serious attention. 
The sooner the child can be diag- 
nosed, the sooner he or she can 
begin to receive treatment, with an 
anticipated improvement in mor- 
bidity and mortality. As direct test- 
ing methods, such as HIV cultures, 
are developed, they must be made 
available to all seropositive infants. 
Therefore, while the majority of 



infants born to infected women 
will not ultimately be infected, spe- 
cialized services are required to 
ass(*ss their infection and clinical 
status as well as to respond to the 
ongoing and profound needs asso- 
ciated with maternal illness. 

CUmcal Manifestations: (Children 
infected with HIV experience a 
variety of clinical problems. In the 
absence of definitive laboratoiy 
tests, these clinical manifestations 
may be the first sign of HIV infec- 
tion, hi general, ( linical manifesta- 
tions are due to the direct effects 
of HIV, as well as a number of sec- 
ondaiT illnesses that occur as the 
child's ability to fight infection is 
impaired. The mostconuiion clin- 
ical problems are presented in 
Tahl^ L 

SenmUwlofmentah Ps\rliosnrial, and 
Psy<hia(ri< Manifestations of HIV 
Infection and AIDS in Infants and 
Children: In general, children with 
chronic illnesses and their families 
may be at heightened risk for men- 
tal health problems because the 
strain of coping, added to the 
ef fects of poor physical health, 
may interact with other contribut- 
ing factors to mental health prolv 
lems, such as family disruption and 
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Snn sfwafk S\Hfirnme\: VUvsr 
iiu hide tailuiv to ihi ive. wasting, 
rnlar^rd lymph nodes (Ivin- 
phadcnopalhy). enlai^^ed liver niid 
sph'i'ii (hepalospleiioiiu'^alv), pei- 
sisU'iu diarrhea, and re( urreni 
levers. 

Xetitolo^if hnlilews: I hesi* indudc 
hraiii dis(>asr. impaired ( apac ilv lo 
Icarii. taihire to neurolo^ii ally 
(le\elop at the expe( ted rale, loss ol 
(crtait) ittnf tional l apahilities oiuc 
llu'v are a( hievi*d, impairi'd motor 
iuiu tionin^, delavcd laii^Mia^'e. 
resullaiil severe impairments in 
so( iai and emotional behavior, and 
other problems. 



Imfmirt'd iMn^l'nnition: I.mi^ lunc- 
tion may hi* si'VimvIv iidiihited due 
to a svndrome knouii as lymphcuyt- 
i( interstitial pneumonia (LIP). 
\vhi( h o( ( urs in up to M) pen ent of 
iniectt'd infants and childrei:. 

Reumvut tuftrtintis: Severe in lec - 
tions ()(-( ur lre({uetuly, inrhidiii^ 
ha( terial. protozoal, and viral |)ro- 
( essivs su( h as pneumonia and si'|>- 
sis. Ol spec ial (oiK ern is pneumo- 
( \stis earinii ptu'umonia (I'C.P) and 
infec (ions llial oi dir to impaiicd 
inunuiie luiu tion (opportunistic 
inieetions). 
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Mali^nunvm: Malignant blood dis- 
oiders and tumors iiK ludin^ lyn)' 
phomas may also oe( irr. 

Multisystem Disorders: A \ a! ii'tv of 
olhi'i syndroiues afVei tin^ thi* 
heart, the kidneys, the skin and 
other hody svstems and lunrtions 
are (oiiimon. 

(h(\l (jmditinm: Oral vi»ast infec - 
tions (( andidiasis). hi'rpes simplex 
and herpes /.oster inlei tions. ulc era- 
tions, and parotid ^land eidar^e- 
iiumU may occui . 



poverty. For ( hildreii with HIV 
infection or AIl)S» the problems 
are even worse. Many HIV-infect- 
ed children belong to single-par- 
ent families headed by HIV-infect- 
ed mothers, women who may have 
limited social support and poor 
self-esteem, and who may be too ill 
to care for the child. If no one tan 
assume the parental role, the child 
may face multiple disruptions in 
foster homes or institutional set- 
lings. Poverty, homelessness, drug 
abuse, and unemployment often 
exacerbate the problems associat- 
ed with caring for seropositive chil- 
dren and their families. 

Furthermore, the emotional 
impact of HIV infection and AIDS 
affects not only the children who 
are infected with HIV, but also 
their non-infected siblings. 
Additional threats to the family 
structure include multiple deaths, 
dissolution of the extended family, 
incarceration, additional illness, 
abandonment, court removal of 
children from home, and hospital- 
ization of children or their 
parents. 

Children with HIV infection may 
have serious neiirodevelopmental 
disability, as evidenced by handi- 
capping conditions such as lan- 
guage delays, motor impairments, 
and attention deficits. 1 his disabil- 
ity appears early in the disease, f re- 
quently preceding other symptoms 
of the uifection and often af ter a 
period of normal development. 



Since mother and child are often 
separate^* 'ith one or the other or 
both hospu 'i/ed, theso childien 
also experience a range of psychi- 
atric problems. Some infants and 
children develop signs of depres- 
sion. Some, particularly the 
y(mnger ones, exhibit symptoms 
that sinuilate autism. School-age 
HIV-infected children may display 
hyperactivity and attention 
difficulties. 

Many HIV-infected children devel- 
op what appears to be an organic 
syndrome, with severely impaired 
social and emotional behavior. 
They show little or no affect, are 
unresponsive to social overtures 
from others, and demonstrate little 
purposeful behavior. Because 
these behaviors result in poor per- 
formance on a variety of cognitive 
tasks, it is difficult to determine 
whether their problems stem from 
impaired skills or represent an 
overall behavior disorder. ^ 
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Some coinnuinities have 
developed comprehensive 
systems of care for children 
with HIV infection and their fami- 
lies. Their experience has made it 
clear that the ser\ices needed are 
many and diverse. Among such ser- 
\ices, a high priority must be given 
to prevention activities that attempt 
to contain the spread of the HIV 
epidemic by changing high-risk 
behaviors, including drug abuse. 
Testing and counseling semces for 
women and infants, in addition to 
augmenting prevention ett'orts, 
may facilitate early entiy into 
appropriate medical care. In addi- 
tion to basic medical cai e, children 
and families with HIV infection 
may benefit from special therapies 
to delay disease progression and 
prevent opportunistic infections. 
Innovative deliN eiy strategies^^such 
as coordinating a family's adult and 
pediatric care at the same facility, 
may improve the ability of infected 
family m 'mbers to care for their 
own health. 

A variety of developmental, educa- 
tional, and support semces may be 
iieressar}' for children with HIV 
infection to develop to their full 
potential. Karly inteiTention and 
Head Start progi ams can support 



children's development and enable 
them to participate fully in commu- 
nity life. Some children with HIV 
infection will require special educa- 
tion ser\ices as part of their public 
schooling while others will do v;ell 
in regular education programs. 

In-home support seiTices are criti- 
cal if families are to be able to care 
for their children at home. 
Nutrition and mental health ser- 
vices are also of special importance 
to children with HIV. 
Appropriately designed drug abuse 
treatment programs can be used to 
contribute to family stability and 
quality of care in families where 
illegal drug use is an issue. 
Families caring for children with 
HIV infection can help one anoth- 
er through support networks. 
Other families may need child 
care, housing, transportation, legal 
and advocacy semces, foster care 
and adoption ser\'ices, and/or 
group care. 

Not eveiy child and family will 
need eveiy sers ice. The particular 
constellation of semces that will be 
needed by an individual child and 
family will depend on child and 
family strengths, needs, and 
resources, as well as the course of 



Table 2 

KleiiuMits of Ciomprehensive ( are 



Prevention 

Kduca(i()tt and Behavionil 

(ihaii^e 
l)ni^ Abuse rreatnicnl 

Testing and Counseling 

Integrated Medical Care 

Biisic Medical Cayc 
Specific Therapies lor MIX- 

Relaled Illness 
Specialized Oare forihe Knlire 

Family 

Iniegratitt^ Medical Care and 
Research 



Developmental Services and 
Education Services 
Karly Imeneniion 
Head S(ail 
Special Kducalion 
Kleinenian and Secoiulan 
Kducalion 

Mental Health Assessments and 
Interventions 

Basic Support Services 
lu-Home Support 
Child Care I'ro^nains 
Nuiiiiion Services 



Mousing 
Iiansporialion 

Social and Legal Services 
Faniily-lo-FaTuily Support 

and Neiworking 
l egal and Advocacy Senices 
Fosler Care and Adoption 

Services 
Ciroup (iare 
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the child's HIV inf'tTtion. 
Nevci thcless, the uiiivci of 
iiitt'giatcd scnices for the child 
and family must include preven- 
tive, medical, developmental, 
social, and environmental 
support. 

At a minimum, the kinds of ser- 
vices listed on the followinj^ 
table should he included in 
comprehensive, family-ceiUei ed 
and coordinated cai e for these 
children and their families. 

Prevention 

because vertical transmission is 
the most common route of 
childhood HIV infection, prima- 
ry and secondaiy prevention 
goals include: 

• l educing the prevalence of 
behaviors associated with 
acquisition of HIV infection 
by women of childbearing 
age; 

• ensuring informed decision- 
making about pregnancy 
and pi egnancy preveiuion 
by women already infected; 

• enabling women who 
choose to continue to bt* 
sexually active to negotiate 
condom use to reduce the 
sexual tiansmission of HIV 
from injection drug users 
and othei' infected men; this 
should include the counsel 
ing of male pai tner;^; 

• investigating strategies that 
attempt to interrupt the 
maternal ti ansmission of 
HIV during pregnaiuy 
(chemoprophylaxis) ; 

9 ideiuifying newborns at high 
risk for HIV infection in 
order to reduce the period 
of tinu* between birth and 
the initiation of semces; and 



• preveiUing disease progres- 
sion and opportunistic infec- 
tions (i.e., early iiUeiTcn- 
tion). 

No single approach to prevent- 
ing HIV^ infection can be elec- 
tive for all women, youth, and 
children. PreveiUion education 
must be individualized, tailored 
to the needs of the communities 
and groups that are most at l isk 
of infection, and available in the 
areas where these indi\iduals 
meet. 

To be effective, preveiUion edu- 
cation must not shirk "tough" 
topics that many, including a 
number of professionals, may 
find ditficult or embarrassing to 
discuss. Such topics include 
di ug use and drug treatmeiU; 
family violence; teenage sexuali- 
ty; "safer" sexual activity, includ- 
ing the use of condoms; and 
birth control methods, includ- 
ing pregnancy prevention and 
counseling for already piegnant 
women. The link between HIV 
infection and povei ty — the dis- 
pr()portif)nate infection rates in 
iiuier city communities — also 
necessitates prevention 
approaches that deal directly 
with issues of minoi'ities, theii' 
cultuie, and th<*ir economic 
conditions. 

Education and Hehnvinml CJiange: 
Preventive education programs 
can encoui age people to adopt 
behaviors that reduce their l isk 
of infection. Many women niav 
believe erroneously that they ai e 
not at risk foi' HIV infection. 
Others may recognize the risk 
but not be able to negotiate 
safer behavior with their part- 
ner. Kducational progi ams cmx 
help women and youth at high 
risk of infection develop a sense 
of powei' and control over their 
lives and their families' future. 
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Such ail nnpown innit approach is 
particularly compelling \vlu»ii the 
(»(luca(ioiial iiHcnvutioiis aiv cou- 
(Uictcd by incinhcrs of the same 
high risk group. Speakers* l)ur(»aus 
(hat include adolescent mothers 
and other womiMi who have giv(»n 
birth to HI\'-inl'ected children pro- 
vide powerful advocates tor prt»ven- 
tion. (k)mmunity-base(l outreach 
programs whoso stafls include per- 
sons formerly at high risk» such as 
individuals who have traded sex lor 
money or drugs, are elective 
nutans of reaching women at risk 
and helping them modilv their risk 
behavior. 

Dmii Abuse Treatvieut: Di ug abuse 
treatment for drug-dependeiu 1am- 
ily members is an essential C()m|)(>- 
nent ofcomprehensive, coordinat- 
ed care because it allows laiuilies to 
contiiuie to care for their inl'ected 
children at home. Because injec- 
tion drug use (11)1') is a major lac- 
tor in the transmission oi HI\' to 
women, drug treatment is also a 
critical part ol'any prevention pro- 
gram. Ol' course, case manage- 
ment must ensure >hat drug treat- 
uieMi is coordinated with the other 
medical and social seivices provid- 
ed to chilchen with HIV infection 
and their families. 

I'here are signilicant barriers, how- 
t*ver, to (h ug treatment lor most 
womtMi, especially pi'egnant women 
and those women who are at high- 
vs\ risk of HI\' infection — poor 
minority women. In many of the 
areas most allec ted by the HI\' (epi- 
demic. tr(*atn;eiit piograins have 
long waiting lists. Most drug treat- 
nient programs are not geai ed to a 
woman's special needs and con- 
vcx ws as a woman and as a parent; 
many do iu)t accept pregnam 
women at all. 

However, a luuuber ol pioneering 
piograms provide drug treatment 
designed lor the special needs of 



woincMi and tlu»ir children. Among 
the common characteristics of such 
programs are the following: 

• Tlu» statV acknowledge the 
iiifhience of culture on drug- 
taking and help-seeking behav- 
ior. Staff include women from 
the same cultures and commu- 
nities as the women seeking 
treatment. 

• A variety ol treatment options 
aie available, including resi- 
dential care that enables a 
woman to keep her chilchen 
with her. 

• The effects of violence against 
women and other family mem- 
bei's ai'c* directly adch essed as 
part of the treatment program. 

• Support semces for chilch en of 
women in treatment include 
therapeutic child care, coimse- 
iiig, and peer support. 

• Women are helped to find safe 
housing for themselves and 
their chilchen, and are lielpc.l 
to build new support networks. 

• Many follow-up semcvs exist to 
support recovering women. 

For more infoi ination on thi*se 
types of programs, contact the 
Alcohol, Drug Abuse, and Mental 
Health Achuinistration^s 
(Al)AMHA) Office for I reaiment 
Improvement, (.SOI )44:W«()2. For 
information on HIV outreach and 
counseling lor ch ug-using women, 
contact Al)AMHA*s National 
Institute on Drug Abuse ((lloria 
WVissman, (SOI )44:Wi72()) and its 
Drug Abuse Treatment and 
Referral Hotline I («()())(>()2-HKLP; 
in Spanish. 1 («()())()()AVL^1)A. 




Testing and Counseling 

An important, though complex, 
prevention strateg)' involves coun- 
seling and HIV antibody testing. 
Such semces can otTei' women 
important information regarding 
their health status, initiate special- 
ized care if needed, and help them 
weigh reproductive planning con- 
siderations. Preventive health care 
for all women should routinely 
include assessment for l)eha\iors 
that place women at risk for HIV 
infection, and education about sex- 
ually transmitted diseases, includ- 
ing HIV. 

The nature of testing and counsel- 
ing efforts in a particular commu- 
nity depends upon community 
structures and practices as well as 
the prevalence of HIV infection. 
The U.S. Public Health Semce has 
recommended HIV counseling and 
testing for women at high risk for 
HIV infection and for all women in 
areas of high prevalence. Counsel- 
ing and testing, or referral to coun- 
seling and testing, should be avail- 
able in all settings where women 
routinely seek medical care, includ- 
ing lamily planning, gj'iiecologic, 
prenatal, family or general medical, 
and primaiy care clinics, as well as 
inpatient settings. 

Testing for HIV should include 
both an enzyme immunoassay 
(EIA, Kl ISA) and a supplemental, 
confirmator)' test, such as the 
Western blot or immunofluores- 
cence test. Using both these assays 
makes false positive results 
extremely unlikely. As noted earli- 
er, in infants born to HIV-positive 
mothers, the antibody tests (both 
the EIA and Western blot) identity 
only a risk of HIV infection. Other 
tests and careful follow-up are 
needed for the actual diagnosis of 
HIV infection in a child. 



Ideally, testing and counseling pro- 
grams should be sir()nj./v linked 
with other ser\'ice facilities and 
organizations to assure that the 
lange of ser\ices requii ed by 
women and children who test posi- 
tive are accessible and of high qual- 
ity. Financial and logistical ban iers 
to care must be removed. A full 
range of medical, educational, 
social, and support semces is need- 
ed to deliver the full benefits of 
testing — critical information on 
risk behaviors, partner notification 
ser\'ices, and an opportunity for 
HIV-related discussion and educa- 
tion, as well as early medical inter- 
vention. 

Confidentiality regarding the 
woman's and the child's HIV status 
and protection of their rights is 
essential to any testing program. 
Disclosure of test results may cause 
infected individuals to lose their 
homes, their jobs, their insurance, 
and their social contacts, (children 
may encounter increased difficulty 
in finding school placement. 
These social issues, as well as the 
individual's emotional reaction to a 
diagnosis of seiopositivity must be a 
central part of counseling and 
mental health ser\'ices and should 
be addressed in any thorough and 
caring assessment of HIV testing 
policies. 

Integrated Medical Care 

Treatment of pediatric HIV infec- 
tion requires a chronic-<Usease-ori- 
ented, multidisciplinaiy team 
approach that integrates primar>' 
care, including health mainte- 
nance, with specialist referrals and 
specialized hospital-based and 
home-based sei^ices (see Table 2 on 
p. 22). The goals of medical care 
for a child with HIV infection are 
as follows: 

• to ensure that the child's basic 
health nt^eds are met through 
comprehensive primaiy health 
caie; 
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• to coiiliiiuouslv assess the tiiiii- 
cal inipacl ofHlV' infection on 
the child; 

• lo meet the chiUrs medical 
ncMs through the purposeful 
iiile^ralion of research and 
comprehensive care; and 

• lo help idenlify and coordinate 
psychosocial and support ser- 
vices tor the child and family, 

Hasic Medical (Unr, Basic health 
care is critical for infants and chil- 
dren with HIV infection and 
should include standard pediatric 
care practices such as histoiy and 
physic al examinations; lead screen- 
ing and other appropriate lab tests; 
growth and developmental evalua- 
tion; visioi^, hearing, and dental 
screening; mitritional and develoj)- 
mental guidance; and immuniza- 
tion. Because vac( ine-prt^ventahle 
diseases c an cause severe illness 
and death, immunization is espe- 
cially impoitant for Hl\-inf'ected 
children. Because of HI\'-induced 
inuiuine suppression in the chil- 
dren and their family members, the 
Advisor) (Committee on Imnnini- 
zation Practices (A(ilP) has recom- 
nu*nded some changes in routine 
vaccination and passive immuniza- 
tion following exposure to vaccine- 
preventable diseases. Poverty and 
possible drug use in the f'aniilv 
place many children at !;igh risk 
foi other health problems tliat 
must be addressed as part oi basic 
medical care. For further informa- 
tion, see (iuidcintn for llmlth 
Snpnvisum, "Reconuuendations for 
Preventive Pediatric Health (lare," 
published by the Amenc;ui 
Ac ademy of Pediatrics, (ihic.igo, 
lllin()is/l(«()())443-y()l(). 

Spenftc 'rhmipies 1 ))' lilV-Related 
IHupss: (llinical research has 
demonstrated that the qualitv and 
duration of life for infants and chil- 
dren infected with WW can be 



inipi oved. Antiviral drugs are a sig- 
nificant component of medical 
therapy for these children. The use 
of the antiviral agent AZT (azi- 
dothymidine or zidovudine) may 
reduce AlDS-related neurological 
disease anci improve iiumune fiuic- 
tion and growth. However, the use 
of AZT can cause serious toxic side 
effects, and it does not represent a 
cure. To the extent it df^lays dis- 
ease progression, it provides hope 
that futiue antivirals will produce 
more effective and permanent solu- 
tions. New antiretroviral therapies 
ai e being used as single agents and 
in combinations with AZT. The 
combination approaches using 
multiple agents with different side 
effects have been designed to miti- 
gate toxicity. Further, pharmacoki- 
netic studies of the antivii als 
known as dideoxynudeosides have 
shown that it is important to moni- 
tor children to deteriuine optimal 
drug dosing. 

A host of illnesses caused bv bacte- 
I ia, viruses, and parasites also take 
advantage of the weakened 
immune system ofHIX'-infected 
children. Pht^se secondaiy, or 
opportunistic, infections not only 
interfere with a child's health and 
well-being, but also ( an ac( elei ate 
the course of the Hl\' infection 
itself. The child's ( linical status 
needs to be carefullv monitored 
and the need for preveiuive medi- 
cation regimens nuist be regularly 
assessed, (iuidelines for preveiuing 
P}ienmocystis (Mrinii pneumonia 
(PCP) initiated by tlie National 
Pediatric Resource (ienter 
were published in Mortalil\ 
and Mnrhidih WWkly Ref>ort 
{MMWR}, Volume 40, RR-2, March 
If), 1991. 

The National histitute of Child 
Health and Human Development 
(NICHD) of the National histitutes 
of Health (NIH) has recently com- 
pleted a ( linical ^ial examining the 
role of intravenous immunoglobn- 
lin (IVKlr) in the preveiuion of seii- 




^ I) 



ous bacterial infection in sym|> 
tomatic HIV-infected children. 
This study demonstrated that IVIG 
(in a dose of 400 mg/kg every 28 
days) delayed the occurrence of 
serious infections when given to 
children whose levels of CY)4 white 
blood cells exceeded 200/mm3. It 
should be noted that there was no 
difference in sur\'ival between treat- 
ed and untreated children. IVIG 
was also associated with a reduced 
rate of acute care hospitalizations 
for these children. Physicians car- 
ing for HIV-infected children will 
have to decide the utility of IVKi 
on a case-hy-case basis. Additional 
information about this clinical 
trial may beobtained by calling 
1(800)TRIALSA. 

Specialized Care for the Entire Family: 
HIV infection can affect all mem- 
bers of the family, infected or not. 
Clinical centers treating children 
with HIV infection and their fami- 
lies have found that most infected 
women faced with conflicting 
demands on their time and energ)' 
will take care of the medical needs 
of their infected children at the 
expense of their own health. 
Ultimately, of course, the neglect 
of her own health reduces the 
mother's abilit)' to care for her chil- 
dren. Therefore, "one-stop shop- 
ping'' medical care, in which all 
family members (including fathers) 
receive coordinated care from the 
same source, is considered a partic- 
ularly useful way to structure clini- 
cal practice for children with HIV 
infection and their families. 

Inteffnting Medirnl Care and liesearch: 
Pediatric HIV infection has a poor 
prognosis, and many of its clinical 
manifestations are unique and only 
recently described. Certain clinical 
manifestations lack any approved 
therapies. For this reason, children 
need to have '^' cess to clinical tri- 
als, and they need to receive care 
that reflects the most cinrent 



research. A multidisciplinary, clini- 
cal care/research team is therefore 
essential. 

In general, the careful integration 
of clinical care and research proto- 
cols is best ensured by a stiong fam- 
ily-centered, community-based 
approach. Serious ethical ques- 
tions often emerge by integrating 
research and care. Families must 
fully understand their child's con- 
dition and the nature of available 
ti eatinent options. Foster parents 
and state social sen ice agencies 
may also play important roles in 
determining clinical care and par- 
ticipation in experimental proto- 
cols. Family-centered, community- 
based care pro\ides the critical 
framework within which these diffi- 
cult issues can best be addressed. 

For more information on this 
aspect of research, see the upcom- 
ing publication by the U.S. PHS 
Panel on Women, Adolescents, and 
(Children, Points to Consider: 
Involving HfV Positive Children Who 
Are Wards of the State in HN/AIDS 
Research, to be available from the 
Oflice of Protection from Research 
Risks, National Institutes of Health, 
Bethesda, Maryland 20892. 

Developmental and Educational 
Services 

Developmental disability as a result 
of pediatric HIV infection is so 
widespread that in the next several 
years HIV infection will likely 
become the primar\' infectious 
cau.se of developmental disabilities 
and neurological impairment in 
children. The damage frequently 
produced by such neurological 
impairment includes progressive 
encephalopathy, loss of develop- 
mental milestones, impaired brain 
growth, weakness, and ataxia. In 
fact, an estimated 78 to 90 percent 
of children w^th symptomatic AIDS 
have accompanying central ner- 
vous system dysfunction. 



Additionally, maternal HIV infec- 
tion or illness and other i.idicators 
of family voilnerability, such as 
poverty and possible parental drug 
use, place both infected and non- 
infected children at high risk for 
developmeiUal problems. 

Early Intnventum: (Clearly, infaius 
and young children with HIV infec- 
tion are candidates for the kinds of 
developmental and family support 
services known as "early inteiTen- 
tion." Under P.L. 99-437, the 
Education of the Handicapped Act 
Amendments of 1986, states are 
developing statewide comprehen- 
sive systems of early inter\'^MUion 
for children with developmental 
delays from birth to three years of 
age, and establishing early child- 
hood special education semces for 
children from three to six years of 
age. Each state is determining for 
itself, within certain guidelines, 
which children and families will be 
eligible for ser\'ices and whether or 
not the state will choose to seiA'e 
children identified as being 
"at risk." 

Many states are including children 
with HIV infection and AIIXS in 
their definitions of "developmental 
delay" and "at risk.'* Even in those 
states that do not explicitly include 
HI\^ infection and AIDS, infants 
and young children with HIV infec- 



tion or AIDS and their families 
should be able to qualify for ser- 
vices under the general defuiitions 
provided. 

For more information about eligi- 
bility for early inteiTention and 
early childhood special education 
in a specific state, contact the 
(iovernor's oflice for the name of 
the P.L. 99-457 "lead agency" in 
that state. For more information 
about effective models of develop- 
mental and family support for chil- 
dren with HIV infection, contact 
Dr. Merle M. McPherson, Maternal 
and (^hild Health Bureau, U.S. 
PUS Health Resources and Ser\'ices 
Administration, (301)443-2350. 

Head Start: Head Start is a national 
program for preschool age chil- 
dren from low income families. 
Head Start provides comprehensive 
developmental ser\'ices based on 
ihe needs of an individual child, 
the child\s family, and the ( ommu- 
nity in which the family lives. Most 
young children with HIV infection 
and their families qualify for Head 
Start ser\'ices based on family 
income. 

At least 10 percent of Head Start's 
enrollment is reseiTed for children 
with special needs, and Head Start 
has been instrumental in develop- 
ing models for support to children 
with HIV infection and iheii 
families. 
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For more intorination about Head 
Start opportunities tor children 
with HIV infection, see the more 
detailed section on Head Start 
under "Financinj^ Family-Based, 
C.onununity-liased C^are" on 
page 50. 

Special Education: IM.. 94-142, the 
Education of the Handicapped Act, 
and Section 504 of the 
Rehabilitation Act of 1974, estal> 
lished the right of all children in 
the United States to a free public 
education, regardless of handicap 
or disability. These laws and the 
accompanying regulations also 
establish a child's right to an edu- 
cation in the "least restrictive envi- 
ronment." Therefore, no child with 
HIV infection can be denied access 
to public education or forced into 
segregated facilities. Children who 
are developmentally disabled as a 
result of HIV infection are entitled 
to special educational services and 
an Individualized Education Plan 
designed to meet their particular 
learning n' ds. Such support may 
include special instruction; physi- 
cal, occupational, and speech and 
language therapy; and other relat- 
ed services necessaiy for the child 
to benefit from special education. 

Each state has a Federally-funded 
Protection and Advocacy program 
that advocates for the rights of chil- 
dren and adults with disabilities. 
For more information about Feder- 
al and state laws ensuring free, 
appropriate public education for 
children who have special educa- 
tional needs as a result of HIV 
infection, contact the Protection and 
Advoca(y Program in the state in 
question or the National 
Association of Protection 
and Advocacy Systems, Inc., at 
(202)408-9514. 



Elementary and Secondary Education: 
School attendance plays a critical 
role in a child's well-being. 
Children who are HIV-infected but 
not in need of special education 
semces are entitled to the same 
public education as other children, 
and cannot be denied access to 
their neighborhood public schools. 
Section 504 of the Rehabilitation 
Act of 197:i and, more recently, the 
national Americans with 
Disabilities Act of 1990 require, 
among other things, that persons 
with disabilities be provided access 
to publicly-funded services and 
resources. Families caring for chil- 
dren with HIV infection may need 
legal and emotional support to 
help them ensure their child's 
access to public school. 

Many state departments of educa- 
tion and local school boards have 
developed policies to ensure that 
children with HIV infection have 
access to their neighborhood pul> 
lie schools. For more information 
about this issue, see Someone at 
School Has AIDS: A Guide to 
Developing Policies for Students and 
School Staff Meml)ers Who Are Infected 
xoith f//V available from the 
National Association of State 
Boai .S of Education, 1989, 1012 
(Cameron Street, Alexandria, 
Virginia 22314. 

Mental Health Assessments and 
Interventions 

Assessment of the psychiatric and 
neurodevelopmental correlates of 
HIV infection and AIDS in infants 
and children is important in the 
evaluation of pharmacologic inter- 
ventions, the eflicacy of drug thera- 
py, and the ettects of other inter- 
ventions such as physical therapy. 

All aspects of normal child develop- 
ment, including psychosocial devel- 
opment, are threatened by the 
chronic condition of HIV infection 
and AIDS. Providing the opportu- 
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iiity for iiiaxiiiial psychological and 
social developiiKMit involves inini- 
iiii/ing hospitali/atioii and special 
institutional care and enabling 
youngsters with AIDS to have nor- 
mal contact with nienibers of their 
family and coiumunity. Support 
given to children infected and 
affected by AIDS should emphasize 
developing independence, mobili- 
ty, and self-care to enhance the 
child's sense of self. In all interven- 
tions, the wishes of the child and 
the family, the law, and appropri- 
ate confidentiality must be 
paramount considerations. 

Psychosocial inteiventions should 
be ethnically, culturally, and gen- 
der-specific, and should be aimed 
at reducing stress and facilitating 
coping within family systems. A 
comprehensive model semce deliv- 
ery program must include mental 
health semces that are coordinat- 
ed with treatments for the whole 
spectrum of AIDS-related disorders 
as they occur in families. 
Psychosocial intenentions, includ- 
ing social and community semces, 
should support the family struc- 
ture, strengthen the parental role, 
and maximize family involvement 
in decision-making, 

The goals of mental health semce 
programs for families with HIV 
infection are to: (1) monitor devel- 
opmental delays; (2) reduce HIV- 
related distress and associated dys- 
functions in the home, school, and 
interpersonal relationships; (3) 
inci ease adherence to medical 
treatments; (4) treat pre-existing or 
recently developed psychopatholo- 
gy, including depression, anxiety, 
maladjustment and organic mental 
disorders; and (5) provide family 
support. Mental health programs 
for pediatric AIDS should also fos- 
ter acceptance of HIV-infected chil- 
dren in the home, school, and 
community settings. 



See Appendix A for further infor- 
mation on neuropsychological 
assessment in children, Appendix 
B for further drug abuse informa- 
tion, and Appendix (] for the char- 
acteristics of effective mental 
health semces. For a comprehen- 
sive listing of mental health semces 
in e\^eiy state, see the Menial Health 
Directing 1990, publication number 
017-024-01419-2, available from the 
r,S. (-overnment Printing Office, 
Superintendent of Documents, 
Washington, D.C. 20402. 

Basic Support Servicer 

In-Home Support: Cuu ing for chil- 
dren with HIV^ infection at home is 
demonstrably more humane and 
cost-t*ffective than hospitalization. 
Support semces that enable fami- 
lies to cai e for their children at 
home are urgently needed by both 
foster and birth families, yet in- 
home semces are often least avail- 
able in the inner-city communities 
most affected by the HIV crisis. 
Developing options for in-home 
support in all communities is essen- 
tial in the development of compre- 
hensive, coordinated care. 

In-home care includes home 
health semces; nutritional support 
and homemaker semces; inirsing 
semces to monitor medication and 
to provide direct patient care; 
respite care; social work support 
and counseling; and hospice care. 
In-home care pnoviders can also 
teach family members and friends 
the skills they need to care for chil- 
dren with HIV infectit)n at home. 
The success of in-home care 
depends, as does all pediatric HIV 
care, on care coordination, or case 
management, that links in-home 
care with medical, developmental, 
and social seiTices. 

In some states, certain Medicaid 
requirements have been waived in 
order to cover in-home care, 
beyond room and board, that is not 
othenvise available under the State 



Medic aid Plan. A written plan of 
care and evidenc e of cc^st-erfective- 
ness are neressaiy to obtain such 
waivers. Children covered by these 
Hcime and Coinnuinity-Basecl 
SeiTices (HCBS) waivers nuist be 
Medicaid-elifiible and must other- 
wise require an institutional level of 
care. For example, the New Jersey 
HCBS waiver f urnishes private duty 
nursing, case management, inten- 
sive foster care, and other semces 
to Medicaid-eligible asymptomatic 
infants. In California, however, the 
M(»clicaid HCBS waiver seizes only 
Children with an AIDS/ARC] 
(advanced HIV) diagnosis. For 
information about waivers and how 
to apply for them, contact the 
Health Care Financing 
Administration regional office with 
Medicaid oversight responsibility 
for your state. See listing of 
Associate Regional Administrators 
for Medicaid (HCFA) in 
App^Mulix D. 

Child Care Pwgiams: Child care 
that provides a safe and supportive 
environment for children while 
their parents and other family 
members adch ess their own health 
care and support needs is essential 
to enabling children with HIV 
infection to live at home rather 
than in hospitals or other institu- 
tions. Ii should be available for all 
children in families affected by 
HIV infection, including foster and 
adoptive families. 

Child c are can consist of a variety 
of options and arrangements, 
including babysitting, respite care, 
family-home child care, center- 
based child care, and emergenc y 
residential care for short periods 
when family members become tem- 
porarily unable to care for children 
at home. Medical clay care is also 
needed for cbilch en in the 
advanced stages of disease. 

Sntritinn Sennres: For chilchen with 
HIV infection* nutrition may be 



jeopardized by poverty, illness, loss 
of appetite, ancl increased metabol- 
ic demands. In addition, parental 
illness may make the regular prepa- 
ration of well-balanced meals diffi- 
cult. Niuritional support semces 
to ..ddress these problems should 
build on existing nutrition pro- 
grams such as Women, Infants, and 
Children Nutritional Supplement- 
ation Program (WIC) and breakfast 
and lunch programs at schools and 
various child care centers. For 
information and a contact for WIC 
programs, see a more detailed 
description on page fx^. 

Ilnusitif^: Housing often is one of 
the most critical needs of women 
ancl children with HIV infection. 
Most HIV-infected women are poor 
ancl may suf fer f rom related social 
problems, such as family violence, 
drug abuse, and/or social isolation 
resulting from community fear and 
ignorance about HIV. As parents 
and other caretaking adults with 
HIV infection become increasingly 
ill, they may need housing arrange- 
ments that provide significant 
supemsion ancl homemaker ser- 
vices. Others with HIV infection, 
however, may be homeless ancl live 
on the street. State Medicaid 
agencies are required to provide 
cards verifying Medicaid eligibility 
of individuals who lack a perma- 
nent dwelling, fixed h(^me, (^r mail- 
ing address, to assure their access 
to Medicaid benefits. 

The Federal (lovernment is 
responding to these needs in a vari- 
ety of ways. For information on 
Federal housing initiatives that 
address problems of HIV-infected 
individuals such as the McKinney 
Assistance Act program, contact 
the non-Federal organization, AIDS 
Action Council, 2():« M St. NW, 
Suite 801, Washington, D.C. 
200:^6, ancl the Office for Housing 
for Handicapped People, C.S. 
Department of Housing and iTban 
Development (HUD), 451 7th St. 
SW, Washington, D.C. 20410. 
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Transportation: Transportation is a 
key concern for many families car- 
ing tor children with HIV infec- 
tion. Many do not have cars; oth- 
ers cannot afford to operate them; 
and many are no longer well 
enough to drive them. HlV-related 
weakness, illness, or disability also 
limits the viability of buses and sub- 
ways as transportation options, yet 
taxicabs are prohibitively expensive 
for most families. Therefore, pro- 
viding or subsidizing transportation 
to and from medical, educational, 
developmental, and social sei^vices 
is a necessaiy component of com- 
prehensive care. Bus and subway 
tokens, taxi vouchers, and special 
mass transit vans for persons with 
disabilities have all been successful- 
ly used to enable families to partici- 
pate in HIV serx'ices and other 
commimit)^ programs. Volunteers 
using their own cars have also been 
an ettective resource for children 
and families with HIV infection. 

Social and Legal Services 

Family-Uhlamily Suppoti and 
Networking: Families caring for chil- 
dren with HIV infection can be a 
significant source of mutual su[)- 
port and friendship by sharing feel- 
ings, common experiences, and 
expertise through group meetings, 
parent-to-parent visitation pro- 
grams, and telephone networking. 
These suppoi t systems can ease 
frustration, overcome loneliness, 
and end social isolation. Such net- 
works also provide a non-threaten- 
ing, supportive setting that encour- 
ages families to help others, estab- 
lishing a two-way process that is 
itself therapeutic and empowering. 
Family-to-family support is essen- 
tially a volunteer effort, but profes- 
sionals can help by putting families 
in touch with other families, by 
providing space for meetings and 
get-togethers, and by helping 
defray copying, telephone, trans- 
portation, and other incidental 
costs. 



Lffral and Advocacy Sewiccs: Families 
caring foi' children with HIV infec- 
tion may have a broad range of 
legal and advocacy needs. Parents 
who are themselves infected often 
need help preparing wills and med- 
ical powei's-of-attorney and legal 
arrangements for custody in case 
they become too ill to make deci- 
sions for their own care and the 
care of their children. They also 
may need legal advice on child cus- 
tody issues oi drug-related legal 
problems. Unally, as long as fear 
and uncertainty cloud efforts lo 
diagnose, treat, and live with HIV 
infection, families will need legal 
assistance to invoke anti-discrimina- 
tion protections. 

These protections apply to fuiding 
Jobs, getting or keeping health 
insurance, ensuring informed con- 
sent and confidentiality, gaining 
access to public and private hous- 
ing, and ensuring children's access 
to early inteiTention, day care, 
preschool, or public school. 
Discrimination in furnishing health 
care services to Medicaid- or 
Medicare-eligible persons with HIV 
infection or AIDS violates Federal 
civil rights laws and can be a basis 
for terminating provider parti( ipa- 
tion in these programs. (Complaints 
alleging such discrimination 
should be reported to the appro- 
priate Office of (]ivil Rights and 
H(]FA regional offices for inves- 
tigation. 

State Protection and Advocacy 
agencies can provide a variety of 
legal semces to protect the rights 
of developmen tally disabled per- 
sons with HIV infection. In addi- 
tion, state bar associations, legal aid 
societies, and many law schools 
encourage pro bono sendees by both 
practicing attorneys and law stu- 
dents. For more information about 
legal issues for persons with devel- 
opmental disabilities and HIV 
infection, contact the American 
Bar As.sociation, AIDS and 
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DrwlopiiiciUal I)isabnilii»s Pi ()ji»( l, 
l«()0 M St., NW. Washington, n.C. 
2()()3fi for tluMi legal piibliculioii, 
AIDS and Persons urith DnKdopymmlal 
Disabilities: The Ugai Perspective. 

Poster Care and Adoption Sewices: 
Although most rhilclrni with HIV 
iiifi'ctioii live at honu* with parents 
or extended family members, eur- 
rent estinrates indicate that 10 to 
WO pereent ol these ehildren are in 
foster rare. As of June, 1989, 
approximately 800 c hildren with 
HIV infeetion were in Ibster care 
aeross the Nation. Family Ibster 
rare is intended to provide a sale, 
lun turing, and hn ing \\o\\\v lo! 
ehildren when birth lamilies are 
temporarily or permanently unable 
to rare for them. When pareiUs or 
other family members are perma- 
nently unable to eaie for their c hil- 
dren, adoption givi*s ehildren with 
HIV inleetion — and their nnin- 
feeted sisters and brothers — an 
opportunity to have a permanent 
home and family. 

Foster and adoptive parents ol Chil- 
dren with HiV infection nec*d a 
variety ol support services to help 
them tare for these children at 
home. Many of these seiTices are 
the same ones thai birth families 
need; others are spcTifically related 
to foster care. Based on the experi- 
ence of many states and programs, 
the following semees will enable 
foster parents to care for children 
with HIV infection: 

• higher board rates for HIV 
infecti*d and medically fragile 
children; 

• training and support on issues 
r(*lated to HIV inlution, 
including transm'ssion, infec- 
tion control proced^ues, medi- 
cal and cU*vel()pmeiU il compli- 
cations, ( onfuleiUialil partici- 
pation in research, aiid grief, 
loss, and bereavement; 



• rc*gular consultation with medi- 
cal and child welfare .stall; 

• in-home luirsing care, home- 
maker semces, and respite 
care; early iiUervention aiul day 
care; and 

• support groups aiul other net 
W(K'ki'ig opportunitii^s for 
foster pareiUs. 

State Medicaid ageu( ies are 
recpiired to provide Medicaid to 
children for whom adoption or 
foster care maiiUenaiu e paymeiUs 
are made under title IV-K of the 
Social Security Act. 

A lumiber of specialized HIV foster 
care programs are under devel()|>- 
ment across the countiy. Leake 
and Watts, a child welfare ageiu y in 
New York (lity, established .such a 
program in 1983 and now operates 
a Pediatric AIDS Foster dare 
Training and Technical A.ssistaiu'e 
Project. For inlbrmation and 
rc*s()urce.s, iiuiuding the Pediatric 
AIDS Poster Care Netxuork liulHin, 
contact the pr()ject at Leake and 
Watts, 487 South Broadway, Suite 
20 1 , Yonkers, New York 1 OTOo. 

(>roup dare: Like all childi en, chil- 
dren with HIV inleetion desem- to 
live in a permaiuMil home with a 
loving family, whether it is a birth 
family, a foster family or an ado|>- 
tivc- family HowevcT, group care 
may sometimes be necessaiy for 
children awaiting foster or adoptive 
homes or reunilication with their 
lamilies. It is t*ssential that group 
care be considered oidy as a tempo- 
raiy arrangement, be developmen- 
tally supportive*, be stalled with 
appropriately trained persoiuu'l, 
aiul welcome aiul encour:jge the 
involvement of the chilcFs family. 
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A wide l aiigf of sen ices is 
lUH'cssaiy but not suffuiciu 
Joi the creulioii of a coui- 
prelu'iisivc system of caic for t hil- 
dmi with HIV iufV'ctioii ami their 
fUnnhes. A system of care will uot 
exist until these iiulividual serviees 
are linked together to form a 
whole, (ioordinaiion is the key to 
these linkages, both at the level ot 
system and program design and at 
the level ot care coordination tor 
an individual child and family. 

(*reating a coordinated system of 
care requires that eveiyoiu' 
involved — state and local policy 
makers, professionals, families, and 
the community — cocumit them- 
selves to iiUerdisciplinaiy and iiuer- 
agency partnerships. Personal, 
public, private, aiul corporate 
resources are all necessaiy to meet 
(he complex needs of these ( hil- 
dien and families. The Pediatric 
Oncology Program of the National 
(lancer hisliiure at tl.e National 
histitules of Health is one such 
example. This Federally-runded 
effort provides total compiehensive 
care for children and, acting in 
concert with the Adult Medicine 
Branch of the (Clinical ()ncolog\* 
Program, is actively implementing 
comprehensive family-based care. 
The contact person is: Dr. Philip 
A. Pi/zo, National (iancer Institute, 
Building 10, Room i:W24(), 
Bethesda, Maiylaiui 20892, 
(301)49(>42r)6. 

Fostering Communily Support 

('ommunity support is one of the 
single most important factors in 
delermining the success of a pro- 
gram for children with HIV infec- 
tion and theii fanulies. Such su[> 
port is essential if the lun essan" mix 
of public, private, and coi poi ate 
resources is to be reali/etl. 



Many coiumunities are fosu'ring 
support for HIV programs through 
task forces or other coiisortia made 
up of public pt)licy makers, health 
cair providers, educators, social 
sen ice pioviders, civic leadei s, aiul 
families. Such consortia can shaj)e 
public opinion and develop sup- 
port for seme es ll.ro \gh coimiumi- 
ty education to promote HIV 
awareness, media inteiT'ews and 
public sesTice amu)uncemeiUs, 
meetings with local and state legis- 
lators, and fundraising events. 

Assessing Community Neecis 

(ionuminity needs should be 
assessed concurrently with, aiul as a 
part of the process for, developing 
couuiumily support for prograius 
to sei\e children with HIV infec- 
tion aiul their families. The pur- 
pose of this n<»eds assessment is to 
ideiuifv available resources, both 
HlV-rehued and non-HIV-relaled; 
to identify current gaps in semces; 
to increase awareness of the need 
for comprehensive care programs 
to close these gaps; and to identil\ 
local agencies, providers, and com- 
munity members who are willing 
and able to provide ser\'ices and 
supports to children and families 
with HIV infection. 

Among the kinds of programs and 
.seiTices that should be reviewed in 
the needs assessment are primaiy, 
secondaiy, and tertian* medical 
facilities; universiiies and other 
research institutions, including 
University Affiliated Programs 
(I'APs); local, state and Federal 
govern meni agencies and pro- 
grams, including, for example. 
Medicaid, child welfare, and health 
care prograius; comnuinity social 
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service and child welfare agencies; 
child care centers and Head Start 
programs; early interveiuioii, fami- 
ly support, and family resource pro- 
grams; local education agencies 
and public and private schools; 
organizations for persons living 
with AIDS/HIV and minority com- 
munity-based organizations; private 
insurers and health care providers; 
adult AIDS organizations; gay and 
lesbian organizations involved in 
AIDS issues; volunteer clearing- 
houses; neighborhood develop- 
ment and civic organizatioiks; and 
churches, synagogues, mosques, 
and other spiritual institutions. 

Consulting with Families 

To be efTective, comprehensive 
care systems and programs must be 
designed to meet the real needs of 
children and families, as perceived 
by the families themselves, rather 
than identified only by profession- 
als, hi recent years, families of chil- 
dren with special health care needs 
have increasingly come to be recog- 
nized as vital consultants and advi- 
sors to program planners and care 
providers, hi a 1988 meeting with 
Federal health policy makers for 
instance, a variety of birth, foster, 
and adoptive pai ents and extended 
family members demonstrated that 
families caring for children with 
HIV infection are able and willing 
to help plan servic(\s for their own 
children and, given proper support 
and assistance, to advise about and 
advocate foi services for other chil- 
dren as well. 

It is essential that family consul- 
tants and advisors reflect the cul- 
ture, language, race, ethnicity, 
socioeconomic status, and routes of 
transmission of the families in the 
communities to be served by the 
program. Because child and 
parental illness, family drug depen- 
dence, and poverty are ()ft(*n fac- 
tors in the lives of these families, it 
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IS important that programs rely on 
a variety of families for consulta- 
tion to avoid overburdening any 
particular families at times of crisis. 

Coordinating the Care 
System 

The many difTerent kinds of ser- 
vices and providers needed by chil- 
dren and families with HIV infec- 
tion require extraordinary coordi- 
nation to operate as a system of 
care. Such a system of care must 
integrate highly specialized HIV- 
relaled medical care with basic pri- 
mary care, and this integrated med- 
ical care must it^self be integrated 
with developmenliU and social ser- 
vices. All this must be done within 
a framework that allows close com- 
munication and coordinated dec i- 
sion-making by families and profes- 
sionals from many disciplines and 
agencies. 

Linking Medical Smnces: The exis- 
tence of primary, secondary, and 
terliaiy medical care within a geo- 
graphic area does not guarantee 
that an integrated system exists. 
Particularly critical is the coordina- 
tion between clinical out-patient 
care and in-hospital care (for 
example, follow-up and monitor- 
ing). Arrangements such its the 
following are necessaiy to develop 
and maintain an integrated system: 

• integrated clinical care proto- 
cols t<^ guide coordination of 
primary care, referrals, and in- 
hospital management; 

• communication guideline's and 
mechanisms to ensure that 
providers at all levels of car e 
have u[>-t(>-<late infornralion on 
a child's medical statirs; and 

• joiru educational progr ams to 
facilitate timely dissemination 
of important clinical care r'ec- 
omniendations and to stimir- 
late discussion and exchange 
amor)g care providers. 



Federal, state, county, and local 
financial and reimbursement poli- 
cies also must he examined to 
ensure to mininii/e financial disin- 
centives that hamper coordinated 
care. 

Linking Medical Services with 
Developmental and Social Sennccs: 
The survival of many children with 
HIV infection and AIDS and their 
families depends on the linkage of 
existing medical, developmental, 
and social service systems; collabo- 
ration among these systems and 
personnel must be institutional- 
ized. At a minimum, regular meet- 
ings must take place between medi- 
cal care providers, child welfare 
and other social ser\ice workers, 
and developmental specialists and 
educators. 

There are numerous approaches to 
developing and institutionalizing 
such links. One of the most 
promising may be the "transagen- 
cy" model. This model applies the 
principles of transdisciplinary 
team-based service delivery to com- 
munity ser\'ice systems. In this 
model, semces are coordinated by 
a board made up of staff from rele- 
vant agencies, (^are coordination 
teams are formed across participat- 
ing agencies to develop and imple- 
ment, with the family, a family care 
plan. 

For more information about this 
approach or how to receive train- 
ing in the transagency semce deliv- 
er)' model, contact Pr()jects WIN 
and STAR, 1«0() Ciolurnbus Avenue, 
Roxbuiy, Massachusetts 02119. 

Coordinating Care for the Child 
and the Family 

Just as the system of care must be 
coordinated, so too must be the 
semces that an indivi(iual child 
and family receive, dare coordina- 
tion, or case inanagenient, is the 
vehicle for coordinating the sei- 



vices that make up child and family 
careplans. (]are coordinators 
ensure that children and families 
have access to all needed services; 
promote integrated care by linking 
medical, developmental, and social 
service providers; follow -up to 
ensure that these families receive 
the services and that the services 
are acceptable; advocate for and 
act as liaison between the family 
and other members of the care 
team; and empower families in 
the care of their children and 
themselves. 

All of the current pediatric AIDS 
demonstrati(m projects funded by 
the Health Resources and Ser\'ices 
Administrati(m (HRSA) have a care 
coordinati(m component, usually 
called case management. The 
locus of care coordination varies 
ain(mg pr()jects. In some, care 
coordinati(m is based in a tertiary 
care center; in others, it is located 
in a community-based service 
organization. The New Jersey 
Statewide Health Services Network 
for Children with HIV Infection 
and Their Families, for example, is 
built up(m the state's 30-year-old 
system of case management for 
children with special health 
care needs through the Title 
V program. 

The BosU)n Pediatric AIDS 
Demonstrati(m Pr()ject features a 
Family Support 1 eam that includes 
a case manager, social workei', and 
outreach worker based in a com- 
munity health center to work with 
families to develop and implement 
a seiTice and referral plan. 1 he 
Case Management Demonstration 
Program in Los Angeles (bounty 
uses an auU)inate(l case manage- 
ment system for care planning and 
cooidination. Alabama, Maiyland, 
Pennsylvania, and WashingU)n 
State Medicaid programs use tai- 
geted case nianagenient seiTices to 
link eligible persons with AIDS to 
medical social, educational and 
other semces. 
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Other HRSA-suppoi led activities 
which provide case-management 
adivitics for HIV-infected children 
and their families include the 
Primaiy (lare and HIV Initiative 
and Health (iare for the Homeless 
Program supported by HRSA's 
Bureau of Health Oare Deliveiy 
Assistance (BH(il)A), as well as ihe 
Primaiy dare and Substance Abuse 
Linkage Program, Jointly spon- 
sored by ADAMHA aiul HRSA. For 
more information, contact Ms. 
Joan Holloway, Division of Special 
Populations, imSA/BCHDA, 
(30I)44S-8IM. 

Recruiting, Training, and 
Supporting Care Providers 

To a great extent, a comprehensive 
system of (^ue fbi children with 
HIV infectit)!! and their families 
depends on the existence of well- 
irained and willing care providers 
who are committed to working 
across agencies and across disci- 
plinaiy boundaries. 

Pref erably, progi am staf f should 
reflect ihe culture and ethnic back- 
ground of the children and fami- 



lies that the program is semng. 
Traditional methods of recruit- 
ment must be supplemented by 
creative non-traditional methods 
such as speaking to community and 
church groups, utilizing the media, 
and others. Incentives in terms of 
salary, vacation, insurance, and per- 
sonal time policies must atti act 
qualified and dedicated candidates. 

Depending on its structure 
(whether staff for a coordinating 
body, a hospital-based program, or 
a home- and community-based 
effort), a comprehensive care deliv- 
eiy system will require a team of 
medical and social senice workers, 
including medical and allied health 
professionals, social workers, men- 
ial health specialists, developmen- 
tal specialists, physical and speech 
therapists, and educators. At all 
times, s;aff should have access to 
medical and nursing staff for medi- 
cal updates and client health moni- 
toring. Formal and informal pre- 
sen'ice and ongoing staff training is 
essentiaL The caregivers will need 
emotional support to reduce stress 
and to pace themselves when faced 
with difficult family issues. Such 
support Comes not only from staff 
support sessions, but also from ritu- 
als that help staff acknowledge and 
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express their emotions — attend- 
ing f'nnerals and nieinorial semces, 
or holding ceremonies to celebrate 
life and growth, such as a child 
returning to school after 
hospitalization. 

For information on Federally-spon- 
sored HIV training for health care 
professionals, contact Ms. (Iheriy 
Tsutsumida of HRSA s Educational 
and Training (lenter Program at 
(301)443-6817, hi addition, WIN 
Otitreach, a project operated by 
Pr()ject STAR, provides training 
and technical assistance geared to 
the needs of staff providing com- 
preliensive care to childien with 
HiV and their families. WIN train- 
ing ranges from hoiii-long to five- 
d',;y workshops, tailored to meet the 
needs of each site. For informa- 
tion, contact Project STAR at 
(617)442-7442. ' 

Coordinating Volunteer Efforts 

Volunteers and vohmtaiy organi/a- 
ti(ms are essential contributors to a 
comprehensive system of care. To 
be most effective, voluiUaiy efforts 
must be fully integiated with the 
other elements of the care system. 
The cost of expanding the volun- 
teer community conunitted to 
pediatric HIV infection is usually 
quite modest and may be limited to 
training volunteers on pediatric 
HIV issues; to coordinating and 
supemsing volunteer providers; to 
training volunteers to train 
other volunteers and families: and 
to providing emotional support 
and counseling for volunteers 
around issues of grief and loss. 
State Medicaid agencies ai e 
required to train and make use of 
volunteers in providing Medicaid 
semces; volunteers may be reim- 
bursed oidy for actual expenses 
incinred in rendering such 
seiTices. 



Although there ai e many difVei- 
ences between pediatric and adult 
HIV infection, the massive volun- 
teer etlbrts that have been essential 
to fighting the adult epidemic offer 
important lessons for programs 
concerned with children and fami- 
lies. These adidt efforts, led for the 
most part by conmiimity-based gay 
nieiTs organizations, can be a su}> 
stantial resource for the pediatric 
community, organizing, for exam- 
ple, "buddy programs" to provide 
respite care for families, or operat- 
ing residences for HIV-infected 
families. 

Families of children with HIV infec- 
tion can he a valuable resource to 
the pediatric HIV care system. 
Many families are interested in su|> 
porting other families and sharing 
expertise on caring for infected 
family members. Many parents 
who are themselves infected seek to 
help others; such reciprocal help- 
giving opportunities help families 
recogni/e and build on their family 
and community strengths. Time 
speiu recruiting, training, and su|> 
porting families in such roles will 
l)e amply l epaid by the develop- 
ment of a cadre of conunitted, 
experienced volunteers. » 
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Estimated Cost of Direct 
Medical Care 

rnr*! bv limited data available 
I .suj(j^est that the lifetime 
JL eost ot'direet medieal eare 
for pediatric HIV/AIDS totals 
about $50,000 per ehild. Most of 
the Cost is attributable to inpatient 
h().spitalizatit)iis, which are .some- 
what mt)re frequent for infected 
children than for adult.s and are 
concentrated in the final stage of 
illness (AIDS). The U.S. Health 
(iare Financing Admini.stratinn 
(HdFA) estimates that, nalionally, 
Medicaid .seiTcs at least 40 percent 
of all AIDS patient.s and up to 90 
percent of all children with AIDS. 

The medical cost.s associated with 
pediatric HIV infection are chang- 
ing rapidly. Many of the strategies 
and drugs used in treating pedi- 
atric HIV are experimental, and 
their cost.s have not been reflected 
in past studies. If these strategies 
succeed in reducing morbidity and 
extending suiTival, it is ditlicult to 
assess what overall impact (hey will 
have on the lifetime ct)st of care. 
Whatever that impact, comiiumity- 
based care can help to contain 
Cost.s by reducing uiuiecessaiy hos- 
pitalizations. It can also make a 
major contribution to the quality of 
life for children with HIV infection. 

Locating and Integrating 
Funding Streams 

(iivtMi the scope ol services needed 
by HIV-infe( ted childifu and their 
families, it is not surprising that 
linancing for these seivices must be 
obtained from a variety ol sources. 
Integrating Federal funding 
streams is complicated by ihc lact 
that local program adi?unisti ators 



have somewhat limited opportunity 
to combine Federal entitlement 
programs, block grant.s, and discre- 
tionaiy grants. Those conununities 
tha^ have responded most vigorous- 
ly to the HIV epidemic have been 
able to support semces frt)m not 
only Federal but also state and 
local goveriuiient sources, founda- 
tion.s, bu.sinesses, other private 
sources, and vt)lunteer eflorts. 

As this dt)cument shows, a wide 
variety of semces is required from 
cooperating agencies and providers 
to help create family-centered, 
comprehensive, ctjordinated sys- 
tems of care. Because these agen- 
cies all have their own languages 
and ways of operating, it is impt)r- 
tanl for program admini.stratt)rs tt) 
help them articulate common 
interests and identiiy mutual tasks. 

This shared process of articulating 
conuiion interest.s and identifying 
tasks results in a political and man- 
agement coalition that can then 
deveU)p its own strengths and pro- 
gram directions. Successful rela- 
tionship.s in such a coalition are 
based on detailed plamiing, clearly 
identified roles and responsibili- 
ties, program monitoring, periodic 
evaluation and revi.sion, and con- 
stant coo[)eration. Written agree- 
ments can provide a f ramework for 
effective collaboration and shared 
use ol resources. 

Of ten administrators have to be 
flexible in finding ways to sustain 
( ommunity-bascd ( are programs, 
both finaiu ially and politically. 
Some of the progi ams developed 
with goveriunent and foundation 
support have begun as time-limited 
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dcMiionstration pr(>jects; when these 
expire, ongoing sources of funding 
must be in place. 

Over the course of a lime-liniited 
demonstration pr()ject, Federal, 
state, and local policymakers m 
help program administrators iden- 
tify additional funding sources to 
provide continuity in client ser- 
vices. It is critical that program 
administrators and those whom the 
programs serve make these pi'o- 
grams well-known to legislators and 
policymakers. Program administra- 
tors should make these contacts 
early in the life of the program and 
should provide progress reports as 
the program matures. In this way, 
when continuation or bridge fund- 
ing is sought, dialogue will already 
be established and the program 
will be familial . Also, in discussions 
with policymakers, program admin- 
istrators should identify barriers to 
eff ective utilization of existing 
resources. 

The types of services covered by 
any pi;rticular entitlement program 
are ofteii subject to administrative 
constraints. If local pi ograms are 
to be comprehensive, program 
administrators will need to not only 
highlight such constraints, but also 
identify complementaiy sources of 
funding to fill coverage gaps. For 
exam.ple, although good housing 
and nutrition are crucial to com- 
munity-based care programs, many 
medical entitlement programs do 
not cover them. Funds inay be 
available for these pur[)()ses, howev- 
er, from social service programs. 

Similarly, ihei e may be restrictions 
up(m the levels of reimbursement 
available thrf)ugh entitlement pio- 
grams. Foi example, because med- 
ical care fbi HIV is often more 
intensive and comprehensive than 
thai recjuired lor other diseases, 
ceilings on provider fees may 
threaten to limit seivicc^s. In a 
ninnber of states, reimbursement 
progi ams have been redesigned to 
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accommodate the needs of people 
with HIV. Thus, for instance, some 
state Medicaid agencies have estab- 
lished special rates and/or have 
developed special diagnosis-related 
groups (DRGs) to enhance reim- 
bm sement for hospitals for the 
care of HIV-infected patients. 
Medicaid waivers have been 
obtained by over a dozen states to 
allow for the reimbursement of 
home- and commimity-based 
services; and payments made to 
foster parents of children with HIV 
have been increased above 
previous ceilings. 

Because of wide variaiions in state 
and local resources, as well as in 
the way sta:*»s structm e their use of 
Federal enlitlement and grant pro- 
grams, it is impossible to draw up a 
imiversally satisfactoiy manual for 
the financing of HIV care. While 
piograms developed in some states 
may serve to inspire efforts in other 
states, adapting them to meet local 
needs may be difikiilt. However, 
some strategic advice can be 
offered to help in the development 
of local family-centered, comnumi- 
ty-based programs: 

• Resources, regardless of 
amount, can be used more 
effectively when they are coor- 
dinated across agencies and 
disciplines, when they are 
directed toward the specific, 
expressed needs of the family, 
and when they enhance or 
extend existing care systems 
rather than create new ones. 

• Needs assessment can provide 
information to help with pro- 
gram advocacy, planning, and 
management. 

• Local consortia and task forces 
may b^» effective in developing 
integrated community-wide 
programs. 



OS- 



• Families currently i eceiving 
ser\'ices are an invaluable 
source of information about 
barriers to care and, thus, the 
need tor program enhance- 
ments. 

9 For children and mothers with 
HIV» many benefits are avail- 
able through existing programs 
for maternal and child health. 

• Private donors are often willing 
to make capital outlays to 
develop facilities, especially 
w^hen there is assurance of a 
continuing funding stream to 
provide .services in these 
facilities. 

• Potential donors are particular- 
ly supportive of programs that 
have incentives to use resoui'ces 
efficiently, such as those that 
emphasize preventive and out 
patient care. 

• It is wise to seek suf)port from 
local employers that have pai- 
ticular interests in helping chil- 
dren, for example, public utili- 
ties or companies that provide 
semces or health products. 

• From the moment time-limited 
programs begin, administrators 
must plan for and seek new 
sources of support. 

• Revenues can he increased 
through effective coordination 



of benefits. For example, sever- 
al states have found it cost- 
effective to pay for extensions 
of clients' insurance coverage, 
relieving the burden on 
Medicaid. 

(liven below are descriptions of sev- 
eral specific fundi*.^ streams chat 
have been used in the financing of 
family-centered, community-based 
care for children with HIV and 
their families. Among the Federal 
resources of funding available are 
Medicaid, including optional 
waivers for home- and community- 
based services care; U.S. Public 
Health Semce programs, including 
model health care programs such 
as Title V Maternal and (]hild 
Health block grant programs and 
pediatric AIDS model demonstra- 
tion programs, (Community and 
Migrant Health (Centers, and sul> 
stance abuse programs; and other 
Department of Health and Human 
Semces programs, including Social 
Seivices block grants (Title XX), 
Head Start programs, the 
Abandoned Infants Assistance Act, 
and the Administration on 
Developmental Disabilities. 

In addition, a summar)' of state 
activity on pediatric AIDS is provid- 
ed, as well as a listing of several pri- 
vate sources of funding and nation- 
al organizations that fund ser\'ices 
for children with HIV infection 
and AIDS, 



Table 3 

Federal Kcsouk es 

Health Care Financing 
Administration 

Medicaid 

U.S. Public Healtli Services 
Perinalal HIV/AIDS 

Pievi'iuion Programs 
Model HcaUh Cdvv Pio^iaius 
Subsiaiu't' Abuse rreaiinenl 

Proj^rarns 
HIV/AIDSReseardi 



Federal Human Services, Education, 
and Nutrition Programs 

Soc ial Senices Block ( W arn 

( Tille XX) 
Head Slai l 

Abandoned Infanis Assistan( c Art 
Adminislialion on l)evelo^> 

nuMilal Disabiliiies 
Kaiiy Intcivenlion Program loi 

Infants and Toddlns with 

Handicaps (P.L. 91M57) 



National Institnte on Disability 

and Reliabilitation Rescairli 

PioKiains (XIDRR) 
Kai ly Kdu( ation Proj^rani lor 

Cliildienwitli Disabilities (KKPCD) 
Spec iai Supplemental Food 

Program lor Women, iniants, 

and Cbildren (WIC) 
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Federal Resources 

States exert significaiU authority 
over the disposition of most of the 
relevant Federal resources, notably 
Medicaid (Title XIX) and block 
grants for maternal and child 
health (Title V) and social services 
(Title XX). The Omnibus Budget 
Reconciliation Act (OBRA) 1989 
amendments to the Maternal and 
Child Health block grant (Title V) 
redefined the mission of the state 
programs for maternal and child 
health and for children with special 
health tare needs. Under these 
amendments, (]ongress directed 
the programs to develop systems of 
semces that are "family-centered, 
community-based and coordinat- 
ed." A statewide needs assessment 
and plan are required to include 
children and families with or at risk 
for HIV infection. Program man- 
agers should begin efforts to devel- 
op comprehensive pediatric HIV 
care programs by contacting the 
various state offices responsible for 
these programs to determine the 
extent to which they can be utilized 
in putnng together a comprehen- 
sive pediatric HIV care program. 

Health Care Financing Administration 

Medica id: To be eligible for 
Medicaid, persons must meet cer- 
tain financial requirements and 
categorical tests. Medicaid eligibili- 
ty for women and children may 
derive from the Aid to Families 
with Dependent Children (AFDC) 
program status of the children's 
mothers for cash assistance, by 
virtue of their disability under the 
Supplemental Security Income 
(SSI) program of the Social 
Security Administration (SSA), or 
from their status as a povei ty-relat- 
ed pregnant woman or child or as a 
low income person whose 
Consolidated Omnibus Budget 
Reconciliation Act (COBRA) pri- 
vate health insurance premiums 




are paid by Medicaid. Some states 
oflei' a medically needy program, 
for which individuals "spend 
down," incurring medical costs that 
deplete their resources for medical 
expenses. Most children with peri- 
natally-acquired HIV ai e eligible 
for and have their medical care 
covered by Medicaid. 

Available Medicaid funding 
streams are being successfully used 
by some states to put together c(mi- 
prehensive pediatric AIDS care 
programs. State Medicaid pro- 
grams must cover a core of essen- 
tial ser\'ices, including: inpatient 
and outpatient care, early and peri- 
odic screening, diagnostic and 
treatment program (EPSDT), and 
physician care. States may also opt 
to cover other ser\'ices, such as case 
management, prescribed drugs. 
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home health care, and hospice 
care. EPSDT, the preventive and 
comprehensive health program for 
Medicaid-eligible individuals under 
21, is a significant base for building 
comprehensive care systems for 
children with HIV infection and 
AIDS. 

State Medicaid agencies must seek 
out eligible children and families, 
inform them of the benefits of pre- 
vention and about available ser- 
vices, furnish assistance with 
scheduling and transportation, and 
encourage their enrollment. States 
must also assure that health needs 
are assessed through periodic 
screenings. Screening services 
include comprehensive health and 
developmental history, physical 
examinations, appropriate imimi- 
ni/ations, blood lead level and 
other laboratory tests, health edu- 
cation and guidance, and vision, 
dental and hearing semces. To 
correct or ameliorate any health 
problems found, states must pro- 
vide any medically necessar)' health 
care, diagnostic semces and treat- 
ineiu available under Medicaid, 
whether or not they are covered 
under the state's Medicaid plan, 
('are coordination or case manage- 
ment is integral to successful 
EPSDT programs. 

Alabama, Maryland, Pennsylvania, 
and Washington State have added 
targeted case management semces 
as an optional Medicaid semce for 
eligible persons with HIV infection 
or AIDS. For example, Maryland 
pays providers $150 a month per 
patitMit for case management. In 
addition, all states provide 
Medicaid coverage of prescribed 
drugs as a state option, each state 
deciding which drugs they will pay 
for. HCFA, based on FDA 
approval, has specifically encour- 
aged states to cover AIDS therapies 
such as zidovudine (AZT), 
aerosolized pentamidine, and 
gancydovir. 



Waivers enable stales to pay for 
home- and community-based ser- 
vices for children and families with 
HIV infection and AIDS who other- 
wise would require institutional 
care. As of February, I99I, HCFA 
has approved AIDS-specific waiver 
for 15 States: (California, (k)lorado, 
Delaware, Florida, Hawaii, Illinois, 
Iowa, Missouri, New Jersey, New 
Mexico, Ohio, Pennsylvania, South 
(Carolina, Virgin* \ and 
Washington. Illinois and North 
Carolina also include persons with 
AIDS under similar waivers for 
broader populations. Some of the 
services covered include: case 
management, foster care, private 
duty nursing service, and personal 
care. Twenty-four states now offer 
hospice benefits under their 
Medicaid programs, providing eli- 
gible individuals with terminal ill- 
nesses a comprehensive home pro- 
gram including physician semces, 
nursing, medical appliances and 
supplies, and counseling. 

State*i can also opt to enhance 
Mer . ' access to services by 
increa^-.ig payments to providers. 
Massachusetts, for example, allows 
payment for specialized nursing 
units (SNUs) for AIDS and ARC 
patients, and requires that facilities 
reserve 60 percent of SNUs for 
Medicaid recipients. Twelve states 
offer enhanced payment to nursing 
homes for AIDS-related care. New 
York has developed a system of des- 
ignated care centers providing or 
arranging for a full range of care, 
including housing, home health 
care, and hospice services for per- 
sons with AIDS, ('overed ser\'ices 
provided by these centers qualify 
for higher Medicaid reimburse- 
ment. Although originally devel- 
oped to seiTC adult AIDS popula- 
tions, 21 New York hospital pro- 
grams have been designated pedi- 
atric and maternal care centers. 
New York and New Jersey have 
developed specific DROs for hospi- 
tal inpatient AIDS care, and the 
New York Medicaid program has 
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encouraged the Visiting Nurse 
Association to provide a compre- 
hensive package of home care 
services. 

For further information, contact 
the appropriate regional oflice of 
H(:FA» the state Medicaid agency, 
or (Christine Nye, Director of the 
Medicaid Bureau, H('FA, 
Baltimore, Maryland, (301 )9r)r>- 
3870. 

lis. Public Health Service Programs 

Through its eight agencies, the 
U.S. Public Health Semce (U.S. 
PHS) currently devotes $1.9 billion 
to address all aspects of AIDS. 
From brochures sent to every U.S. 
household r^bout HIV infection, to 
extensi\e and ground-breaking 
AIDS research programs, to expe- 
dited AIDS drug development and 
studies of the impact of HIV/ AIDS 
on U.S. health care, many of the 
dollars spent on HIV/AIDS by the 
U.S. PHS benefit children with HIV 
infecticm and their families. 

With regard to pediatric AIDS, the 
U.S. PHS provides funding for peri- 
natal AIDS prevention activities, for 
the development of model health 
care programs, for substance abuse 
services, and for clinical trials of 
HIV therapeutics throughout the 
country. In its provision of com- 
prehensive health care to American 
Indians and Alaska Natives, the 
Indian Health Sei^ice, an agency of 
the U.S. PHS, provides direct care 
for HIV-infected individuals. 

Perinatal HIV/ AIDS I'retJenlion 
Iho grams: ClK/s Perinatal AIDS 
Prevention Pr()jects implement and 
evaluate approaches to preventing 
perinatal transmission of HIV infec- 
tion (see Appendix K). 



Continuation funding, totaling 
over $5 million in FT 1990, was 
awarded to seveti ongoing projects. 
Six of these projects were initially 
fuiuled in FT 1988; a New jersey 
project was funded in 1987. 

Successful perinaud prevention 
programs limit the spread of HIV 
infection among women of child- 
bearing age and encourage the 
etTective use of contraception by 
both HIV-infected women and 
women at high risk of becoming 
infected who wish to avoid preg- 
naiu y. These projects have four 
main objectives: 

• to identify and remove barriers 
to effective use of contracej)- 
tion among target populati(Mis 
of women at high risk of HIV 
infection or HIV-infected 
women; 

• to facilitate the use of family 
planning .services by the target 
populations; 

• to evaluate psychosocial factors 
related to use of ccmtraception; 
and 

• to encourage behavioral 
change to reduce risk of actjui- 
sition and transmission of HIV. 

Three prevention models are cur- 
reiuly being tested following pre- 
liminary research and iiuerviews 
with women at high risk: 

m enhanced seivices pro- 
vision/increased accessibility of 
semces (Philadelphia, New 
jersey, San Francisco, Harlem 
Hospital, and New York C:ily); 

• gr()Uj>hased education /skills- 
building sessions (New York 
City and Florida); and 

• community-based risk reduc- 
tion (Baltimoie). 
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Kach project uses a common set of 
questionnaire items and a longitu- 
dinal study design to assess the 
impact of these programs on access 
to semces, contraceptive use, and 
risk behavior change among 
cohorts of pregnant and non-preg- 
nant high risk or HIV-infected 
women. 

For more information contact 
(Christine Cialavotti. CDC, at (404) 
6:^9-0848. 

During FY 1990, CDC also dis- 
tributed approximately $146 mil- 
lion to state and local prevention 
programs in 50 states, seven munic- 
ipalities, and eight territories 
through HIV/ AIDS Prevention and 
Suneillance (k)operative 
Agreements to supoort: 

• continuation of HIV antibody 
testing, counseling, and part- 
ner notification semces in STD 
clinics, drug treatment centeis, 
and women's health clinics; 

• health education /risk reduc- 
tion (HFyRR) efforts targeting 
persons at high risk; 

• a program of financial and 
technical assistance to commu- 
nity-based organizations 
through state and local govern- 
ments for the prevention of 
HIV in minority populations; 
and 

• continuation of state and local 
public information programs 
that address local needs and sit- 
uations based on the findings 
of locally conducted suiTeys of 
HIV-related knowledge, atti- 
tudes, and beliefs, This 
includes a local and/or state- 
wide hotline in all cooperative 
agreement areas. 



Model Health Care Pwfrrams: Under 
the Maternal and C^hild Health 
block grants, states can use 85 per- 
cent of these funds as they choose 
to provide quality maternal and 
child health semces and to pro- 
mote family-centered, community- 
based, coordinated care. 
Innovative use of these funds can, 
foi' example, allow for one-stc^p 
family shopping for health semces, 
reducing transportation and 
scheduling disincentives associated 
with separate care delivery systems 
for mothers and children. Fifteen 
percent of the funds are retained 
by the HRSA\s Fedeial progi am 
office to cany out discretionaiy 
projects in research, training, 
genetic disease testing and counsel- 
ing, hemophilia, and other special 
pr()jects of regional and national 
significance (SPRANS). Funding 
under SPRANS supports a national 
network of comprehensive diagnos- 
tic and treatment centers that pro- 
vide semces to children with 
hemophilia (including those with 
HIV infection and AIDS) and their 
families. 

For further information, contact 
Dr. MeileM.McPheison, 
HRSA/MCHB, (301)443-2350. 

In addition, the Maternal and 
Child Health Bureau (MCHB) of 
HRSA administers the Pediatric 
AIDS Demonstration program 
which has developed strategies and 
innovative models for comprehen- 
sive services to HIV-infected chil- 
dren, adolescents, and families. 

MCHB currently supports 23 
demonstration projects that pro- 
vide interventions in pediatric 
AIDS and coordinated semces for 
children, youth, and women of 
childbearing age with HIV infec- 
tion, AIDS, or other related condi- 
tions, or for those at risk of devel- 
oping HIV infection, The projects 
( 1 ) demonstrate eflective ways to 
prevent infection, especially by 
reducing perinatal transmission; 



(2) develop community-based^ fani- 
ily-centered, coordinated senices 
for infected women, infants, chil- 
dren, youth, and families; and (3) 
develop proj^rams to reduce the 
spread of HIV infection to vulnera- 
ble populations of young people. 

Two pr(>jects, in New York ('ity and 
in Philadelphia (see page 65 for a 
more detailed descripti(m of this 
program), have developed a coor- 
dinating entity or "consortium" 
using formal contracts and agree- 
ments to link medical and social 
semce providers within a local 
area. Institutionalization of the 
consortium is fostered by requiring 
each participant to garner private 
support for a specified portion of 
coordinating costs. Also in New 
York, at Harlem Hospital, the 
Pediatric Demonstration program 
is funding comprehensive pediatric 
care to HIV-infected children, as 
well as counseling, testing, and 
social semces for high risk mothers 
who have received little or no pre- 
natal care. 

The fifteen MCHB National 
Resource Centers, including the 
National Pediatric HIV Resource 
Center at Children\s Hospital in 
Newark, New Jersey, provide infor- 
mation on family-centered commu- 
nity-based care, and focus on HIV 
education and training and AIDS 
policy development and communi- 
ty planning. 

For further information, contact 
Dr. Merle M. McPherson, 
HRSA/MCHB, (301)443-2350. 

HRSA also supports 550 
Community Health Centers 
(CH(iS) that provide direct com- 
prehensive primary care sen ices to 
the medically undersen'ed, and 
that offer linkages to other- 
providers. Currently, special funds 
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are earnii irked for HIV/AIDS and 
Kaiiy IntenxMition Semces in 
Migrant and Comnumity Health 
Centers and other community- 
based primary care centers. The 
1991 budget increased such funds 
to $44.9 million, up from just over 
SIO million in 1990. HRSA\s 
Health Care for the Homeless 
Program and Comprehensive 
Perinatal Care Program (CPCP) 
also offer HIV-related care to chil- 
dren. In addition, programs 
addressing health care provision 
for migrants and the homeless 
offer semces to children with 
HIV/ AIDS. 

Snbstnnre Abuse I'mittnent hopams: 
(liven the interrelationships among 
drug abuse, risky sexual behaviors, 
and HIV infection, a comprehen- 
sive approach to pediatric 
HIV/ AIDS care must address drug 
abuse treatment and prevention for 
women of childbearing age. The 
drug abuse prevention and treat- 
ment context offers the opportuni- 
ty for inten'ention strategies aimed 
not only at drug use, hut also 
directly at prevention of HIV infec- 
tion (e.g., safer sex practices educa- 
tion, self-esteem development, 
empowerment training). 
Additional special efforts may be 
necessaiy to reach women who 
themselves are not injection drug 
users, but who are the sexual part- 
ners of injection drug users. 

Over 100 Federally-supported 
demonstration and research pro- 
jects are in the process of imple- 
menting and examining inten'en- 
tion strategies to prevent and 
reduce drug abuse by pregnant and 
postpartum women and, more gen- 
erally, by all women of childbearing 
age. 

Numerous offices in the U.S. PHS\s 
Alcohol. Drug Abuse, and Mental 
Health Administration (ADAMHA) 
fund research and demonstration 
projects on substance abuse treat- 
ment and prevention in women of 
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childlx^aring age. For information 
on those programs, contact ihv lol- 
lowing agencies and individuals: 
the National Institute on Drug 
Abuse, Eli/abeth Rahdert, 
(80 1)4434060; the Office for 
Substance Abuse Prevention 
(OSAP), Dr. Bernard McColgan, 
(301)443-91 10 and Marilyn Rice 
(301)4434564 jointly with HRSA's 
Maternal and (Ihild Health Bureau, 
Ellen Hutchins, (301)44:V57i>0; 
and the Office for Treatment 
Improvernen t ( 30 1 ) 443-8802 . 

Other U,S. PHS efforts addressing 
substance abuse in women and 
children include NlOAVs Ouu each 
Demonstration Projects. Barry 
Brown. (301)443^7iJ0 and HRSA's 
('ommunity and Migrant Health 
(lentei Program, Joan Holloway, 
(301)443-8134, 

Einally, the National .Association of 
Stale Alcohol and Drug Abuse 
Treatment Directois (NASADAD) 
is knowledgeable about Federal 
and state eflorLs on substance 
abuse, women, and children, 
(lontact William Butyn.ski, 
(202)783-6868. 

In addition, ADAMHA/NIDA and 
HRSA have provided $9 million to 
21 grantees to provide community- 
based drug treatment and primary 
health care along with a wide spec- 
trum of services for sexual partners 
and families. Nine of these sites 
are c(mimunity health centers 
(CHCTs). (^HCTs are also receiving 
funding from the (Centers for 



Disease (loiUrol ((iDd) forccmimu- 
nity education and risk assess- 
ment/prevention activities. C^HCls 
in Miami, New Jersey, and New 
York are demonstrating compre- 
heiisive systems of care for persons 
with HIV/ AIDS, with CDC funding 
for prevention activities and 
ADAMHA funding for drug abuse 
treatment linked to primary care 
for HIV. 

IIIV/ A I DS Research : HIV infection 
and AIDS have been the focus of 
an unprecedented research effoi t 
by the U.S. PHS. An array of basic 
and applied scientific investigations 
has been directed at virtually all 
aspects of the disease, its determi- 
nants, and its tieatment. In addi- 
tion, studies of its societal impact, 
financial costs, and ethical chal- 
lenges have also been undertaken 
in the hope of assessing the full 
scope (if HIV\s meaning to 
American society. 

The Federal research agenda on 
HIV and AIDS has been imple- 
mented within the Eedei al (iovern- 
ment's own laboratories and clini- 
cal centers as well as through an 
intense collaboration with a range 
of state, municipal, and private 
organizations, including many 
leading universities and research 
institutions. There is significant 
coordination and joint efibi t 
among the involved U.S. PHS agen- 
cies, and a general out'' le of their 
nnuual responsibilities is on Table 4, 



Table 4 

U.S. Public Health Sciaicc Research Pr(ii;rams on HI\' nnd AIDS 



Basic Biomedical Research: 

National Insiiuucs of Health 
At t. * Drug Abuse, aiul 

:■. ^ K>i Health Admlnisualion 

Clinical Trials of New Treatments: 
National histittites ot Health 

Product Evaluation and Monitoring: 

Food and Drug Administration 



Epidemiologic Research on HIV 
Akohol, Drug Abuse, and Mental 

Health Administration 
Centers for Disease (iontrol 
National Institutes ot Health 

Transmission and Illness: 
Akohol, Drug Abuse, and 

Mental Health Adniinistraticm 
(Centers for Disease Oontrol 
National Instittite.s ot Health 



Drug Use Research: 

Ah (jIioI. Drug Abuse, and 

Viental Health Administration 
(Centers lor Disease Control 
Naiioi 'nstitutes ot Health 
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Children with HIV iiifci tioii aiul 
AIDS and their families may derive 
significant resources and support 
by participating in AIDS research 
underway throiighoiu the country. 
The AIDS (finical Trials (Iroup 
(A(rr(l) is a cooperative group of 
clinical trials established by NIH's 
National Institute on Allergy and 
Infectious Diseases (NIAID). (See 
Appendix F lor a list of A(n'(i sites 
and unites.) 

Beginning in 1990, the National 
Institute of (^hild Health and 
Human Development (NICHD) 
and NIAll) Joined forces to ('xtend 
access to clinical trials to HIV- 
infected pregiiaiil women ar.d chil- 
dren in the United States and 
Puerto Rico. Together, these two 
Institutes fund 48 maternal and 
pediatric clinical trials. These clini- 
cal trials include research on the 
use of antiretrovirals, including 
zidovudine (AZT), in infants and 
children, treatment of opportmiis- 
tic infections, and the timing and 
prevention of perinatal transmis- 
sion of HIV infection. In addition 
to die 48 trials in the ACHXi, the 
National (iancer Institute (N(U) is 
conducting 13 pediatric trials, and 
the NK^HD is conducting another 
three. 

With regard to comprehensive 
pediatric AIDS care, coordinated 
delivery of services will also be f os- 
tered by linkages betweei\, for 
example, the C.Hd's and NIH's 
(Community Progi am for (llinical 
Research in AIDS (CPCRA. fmided 
by NIAID). This program broad- 
ens access to clinical trials through 
support of 18 institutions where 
conumniity-based physicians emoll 
their patients into clinical trials of 
new HIV/AIDS therapies. (See 
Appendix (1 for the eiuities partici- 
pating in CPCRA.) 



The U.S. PHS also gathers informa- 
tion to more accurately estimate 
the number of HIV-infected infants 
born each year. The (^D(^ in col- 
laboration with state and local 
health departments and NlH, con- 
ducts surveillance for HIV antibody 
among childbearing women 
through "bliiuled" testing (with no 
means of identifying the infected 
person) of blood specimens collect- 
ed on filter paper from newborns 
for routine metabolic (PKU) test- 
ing. 1 o date, 44 states and territo- 
ries are participating in the.se sur- 
veys. Other blinded seropreva- 
lence sum'ys are being conducted 
in women attending clinic s in sev- 
eral geographic areas, applying to 
the military. Job ('.orps, and blood 
donation programs. 

For information on these suiTcil- 
lance programs, contact the 
National AIDS Information 
Ulearinghouse, Rockville, 
Maryland, 1(800)458-5231. 

Meml Human Sennce, Education, 
and Nuiniion Profrrarfis 

In addition to the U.S. PHS, other 
pa. ,s of the Department of Health 
and Human Sei*vices (HHS) and 
the Department of Kducation pro- 
vide relatively imrestricted funding 
to states for the types of social and 
educational services needed by 
children with HIV infection and 
AIDS and their familLs. 

Sorial Smnres Block (Want ( iiile XX): 
HHS' new agency, the 
Administration for (ihildren and 
Families (ACF), provides funding 
in a block grant to states for social 
services. In its teiuh year, the 
Soc ial Services Block (iraiU ( Title 
XX) allows stattrs to provide social 
semces that increase self-support 
and self-sufliciencv, that prevem or 
remedy neglect, af)use, or exploita- 
tion of children or adults, that pre- 



vent or reduce inappropriate insti- 
tutionalization, and that secure 
referral for institutional care, 
where appropriate. 

States show great variation in the 
design of their social services pro- 
grams. Despite their variety, all the 
state social services programs fund 
senices that address the problems 
of children with HIV infection and 
AIDS and their families. In FY 
1989, for example, the most fre- 
quently provided services were day 
care for children, home-based ser- 
vices, special services for the dis- 
abled, and protective senices for 
children. In 42 states, AFD(] and 
SSI recipients are eligible to receive 
all these services and, in 13, 
Medicaid recipients can receive 
certain services. In addition, sever- 
al states transferred funds from this 
block grant to the Maternal and 
('hild Health block grant and to 
the block grant for substance abuse 
senices. 

For further information, contact 
William Schambra, HHS\s 
Administration forC.hildren and 
Families, at (202)245-7027. 

Head Start: HHS' Administration 
on Children. Youth and Families 
(ACYF) administers the Head Start 
Program, which provides compre- 
hensive development services for 
low-income children and their fam- 
ilies through a nationwide network 
of 1,290 Head Start grantees serv- 
ing 2,000 communities. Its four 
major program components — 
education, health, parental involve- 
ment, and social services — pro 
vide a net of human services that 
can be a vital part of a comprehen- 
sive pediatric AIDS care program. 

Head Start piograms provide 
preschool children with medical 
screenings, dental exams, immu- 
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nizations, special senices, and 
needs assessments. Beyond these 
basic health care senices, the Head 
Start Program also funds five pedi- 
atric AIDS demonstration pro- 
grams, as well as 37 pareni and 
child center programs (PC]C) for 
pregnant and postpartum women 
and infants. 

One project, in Alaska, provides 
AIDS information and education to 
Alaska Natives. The other projects, 
in Boston, Baltimore, l.os Angeles, 
and Newark, are developing com- 
prehensive family-based sen'ices for 
children with HIV infection and 
their families. The Boston and 
Baltimore projects utilize 
transagency or multidisciplinaiy 
case management systems to pro- 
vide comprehensive services for 
young children with HIV infection 
and their families. Through its 
Parent and Child (Center, the 
Newark project operates a program 
specifically for children with HIV 
infection and their families; it pro- 
vides parent education, parental 
support, foster parent education 
and support, and nutrition senices 
to children under the age of three 
with HIV infection and their 
families, 

F'or further information, contact 
Dr. Wade Horn. (Commissioner, 
ACYF, (202)245-0347. 

Abandoned Infants Assistance Act: 
HHS/A(]YF also administers the 
Abandoned Infants Assistance Act, 
which provides grants to develop 
and operate senices for "aban- 
doned infants and young children, 
particularly drug-exposed infants 
and those with AIDS." Approx- 
imately 50 grants were awarded in 
September, 1990, ranging from 
$75,000 to $300,000, 

The types of projects funded 
include Model Community Senice 
Projects, designed to prevent the 



orciurcnrc of "boarder babies"; 
support of'HRSA*s pediatric AIDS 
demonstration projects to expand 
sen'ices to include drug-i^xposed 
infants; and state/local cooidina- 
tion models, supporting innovative 
models to target state and local 
resources to communities experi- 
encing problems related to babies 
with HIV and drug exposure. 

For further information, contact 
Dr. Wade Horn, (.ommissioner, 
AC:W, (202)245^)347. 

Administratum on Dmelopmniial 
Disabilities (ADD): This HHS pro- 
gram seiTes persons whose severe 
and chronic disabilities began 
before age 22. Through funding 
programs for pi'otection and advo- 
cacy* model ser/ice deliveiy, univer- 
sity research and training, and 
efforts of "national significance/* 
ADD stresses independence, pro- 
ductivity, integration into the com- 
munity, and keeping families 
in tact. 

Through its Projects of National 
Significance, ADD funds a number 
of demonstration pr()jects related 
Pediatric AIDS. For example, a 
collaborative project at Boston 
(Children's Hospital has produced a 
set of Gxiideliim on Deiwlopmental 
Sendees for Childmi with HIV 
Infection, to be periodically updat- 
ed, th'^t provide resource informa- 
tion and recommendations for pro- 
gramnvatic efforts for persons with 
HIV infection and developmental 
disabilities. It has also produced 
several technical reports, including 
reports on model seivice deliveiT 
for program planners, and has con- 
ducted a national conference on 
HIV infection and developmental 
disabilities. 

ADD also funds a project with the 
American Bar Association (ABA) 
intended to help overcomt* harriers 
to semces for persons with 
HIV/ AIDS and developmental dis- 



abilities, and to provide guidance 
on appropriate procecUires for han- 
dling confidentiality issues. Its 
publications include AIDS and 
Persons with Ihvelofmental 
Disabilities: The Legal Perspective, 
which ad(hesses the major legal 
issues confronting persons with 
HI\^ infection and developmental 
disabilities, including access to 
child welfare, education, housing, 
employment, and health care, as 
well as the seiTice and advocacy 
organizations devoted to helping 
persons with developmental disabil- 
ities. Another is a 1991 report, 
(guidelines and Model Procedures on 
Confidentiality, specifically for ser- 
vice providers. 

ADD also funds projects to develop 
AIDS information and education 
for persons with mental retarda- 
tion, to develop coordinated, com- 
prehensive early intenention ser- 
vices for HIV-infected children at 
risk for developmental disabilities, 
to provide specialized foster care 
for children with HIV infection, 
and to inform agencies and fami- 
lies about the special developmen- 
tal needs oi young children with 
HIV infection. 

For hirther information on ADD 
and how to obtain their publica- 
tions, contact Deborah McFadden, 
Commissioner, ADD, Washington, 
D.C, (202)245-2890. 

luirly Intervention l^ofrram for Infants 
and Toddles with Handicaps : This 
program, part H of Public Law 99- 
457, directs partici})ating states to 
establish a statewide, comprehen- 
sive system of early inter\mtion ser- 
vices for infants and toddlers with 
handicaps and their families. 
Under the provisions of the law, 
the Governor of each state 
appoints a lead agency and an 
intt*ragency coordinating council 
to be responsible tor developing a 
statewide system of early inteiTen- 
tion based on the 14 minimum 
cofuponents included in the law. 
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Klijjiblo childrni and ramilics 
KTcivo services based on an 
liidividuali/(*d Family Scmec Plan 
(IFSP) developed jointly by the 
family and early intervention ser- 
vice providers. Early intenention 
sei-vices under this law include a 
broad array of developmental ser- 
vices for the child and support ser- 
vices for the child and family. 

Under the provisions of the law. 
each state will determine, within 
certain j^uidelines, how it will 
define "developmental delay" and, 
therefore, determine elij^ibility for 
early intervention services, 
hu'luded in this definition is the 
degree or level of delay that quali- 
fies a child for .services. Individual 
states also have the option to 
decide whether or not to serve chil- 
(hen "at risk" for developmental 
delay. Thus, infants and toddlers 
with mV infection and their fami- 
lies ran become elij^ible for the.se 
services in a variety of ways, 
dependinj^ on how individual states 
define "developmental delay," on 
whether or not they decide to seiw 
children at risk, and on how "at 
risk" is defined. Some states are 
explicitly indudinj^ HIV infection 
in their definition oldevelopmen- 
tal delay. Others ai'e specilyinj; 
HIV infection as a risk factor. Any 
child with HIV infection who 
demonstrates a level of develojv 
mental delay consisieiu with the 
slate (lelinilion is elij^ible for and 
cannot be denied these early inter- 
veistion services. 

For more inlbnnalion, contact the 
Ciovernor's office in each slate lor 
the name of the lead aj^ency deal- 
inj( with developmental delay or 
the National Karly (Ihildhood 
Technical Assistance System, 
(yi9)%2-2{)()l. 
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National Instilnte on Disalnlity and 
Rehalnlitalion Research I^ofrram 
(NIDim): NIDRR is part of the U.S. 
Department of Education, Ollice 
of Special Education and 
Rehabilitative Semces (OSERS). 
NIODR contributes to the indepen- 
dence of per.sons of all aj^es who 
have disabilities by seeking 
improved systems, product.s, and 
practices in the rehabilitation pro- 
cess. It does this through grants, 
coiuracfv, and cooperative agree- 
ments with miiversitics, Indian 
t;ibes, research groups, ncmprofit 
organizations, some profit-making 
companies, and individuals. 

Through its huiovalion (Irants, 
NIDRR supports inventive 
approaches to old and newly ideiui- 
fied problems. In 1989, NIDRR 
funded the development and publi- 
cation of Covivmnity liased Sennces 
for Children until HIV Infection arul 
Tlieir Families: A Manual for 
Planners, Sennce Pnwiders, Families 
and Advocates by (leneva Woodruff, 
Ph.D. and (Ihristopher Hanson, 
Ph.D. Maiuials may he purchased 
from South Shore Menial Health 
(Center, 6 Fort Street, 
QiiiiUT, Massachusetts 02169. 
(017)847-19.^)0. 

In 1990, NIDRR approved funding 
for a national training institute ibr 
100 plamiers, professionals, and 
advocates who are seiving or plan- 
ning to seiTe children with HIV 
inlec tion and their families. This 
week-long training institute, sched- 
uled f or the summer of 1991 in 
Boston, will address ( ommunity- 
based services for ( hildren with 
HIV infection and their families. 
Specific topics of the training will 
include: "(^haracKM islics, Issues 
and Needs of Children with HIV 
lnfe( tion and Their Families: 
Family-OMitered Principles for 
( loiiuniinily-based Programs 
Semng Children with HIV 
Infecti(m and Their Families; 



Developing a Traiisagenry (lase 
ManagemeiU System; and Helping 
the Helpers: Sli ategies f bi' 
Professionals Working with 
Families AfTected by AIDS/' Foi* 
more information about the train- 
ing insUtiite, contact Tasha 
Davidson, 77B Warren Street, 
Brighton, Massachusetts 02135, 
(617)783-7300. 

For further information about 
NIDRR's programs, contact 
NIDRR\s(irant Information Line 
at (202)732-1207, 

Early Education l^offram for ChiUlren 
xinih Disabilities: Part of the U.S. 
Department of Education, Oflice 
of Special Education and 
Rehabilitative Semces. EEPCD 
(formerly known as the 
Handicapped Children's Early 
Education Program, or HCIEEP) 
supports model demonstration pro- 
jects, outreach projects, experimen- 
tal pr()jects, research pr()jects and 
research institutes, in-semce train- 
ing projects, and technical assis- 
tance with the goal of improving 
and expanding semces to young 
children with disabilities and their 
families. 

HCEEP funded Project WIN from 
I98(i to 19K9 to provide semces to 
30 children a year who were at l isk 
for or diagnosed with HIV infec- 
tion and their substance-using par- 
ents. WIN utilized a transdisci- 
plinaiy team model to provide 
home-based seiTices to the chil- 
dren and a transagency model of 
case management to coordinate 
semces in the community. SeiTices 
wei e ovei'seen by a transagency 
board comprised of representatives 
Irom 31 agencies semng children, 
adults, and families. 
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For further information about 
WIN, contact James Hamilton at 
(202)732-1084. 

Special Suf>f)l4nrmilal Food l^ofrram for 
WornetL Infants, and Children (WIQ: 
This is jointly administered by the 
Food and Nutrition Service of the 
U.S. Department of Agriculture at 
the Federal level and by the state 
health department at the state 
level. WI(' provides monthly infant 
formula or basic food packages 
(milk, juice, cereal, beans, cheese, 
peanut butter) to pregnant, post- 
partum, and breast-feeding women, 
infants, and children under the age 
of five, meeting state-specified 
income and nutritional need 
requirements. In most stales, the 
income requirement is 185 percent 
of U.S. Poverty Income (iuidelines. 
Also, in Federal guidelines and in 
most state programs, nutritional 
risk includes medically-based risks 
such as anemia, being under- 
weight, and poor pregnancy out- 
comes, including HIV infection 
and AIDS. 

Most infants and children at high 
risk for HIV o'* " 'th HI\^ infection 
will qualify for WKl. hi addition to 
receivi^ig these nutritional supple- 
ments, WKl participants are 
referred as needed to health and 
social ser\'ices agencies for assis- 
tance. Thus, WKl can seiAe as an 
important coordinating tool in 
developing comprehensive care for 
children with HIV infection and 
AIDS and their families. State 
Medicaid agencies are required to 
refer certain pregnant, postpartum, 
and breast-feeding women, as well 
as children under age five to local 
WKl programs. 

For lurther inlbrmation aboui 
WKl, contact Ronald J. Vogel, 
Director, Supplemental Food 
Programs Division, Food and 
Nutrition Semce, I'SDA, 3101 Park 
Center Drive, Alexaiuh ia, V^irginia 
22302, (703)75(^3741'). 
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State Action to Address Pediatric 
HIV Infection and AIDS 

States are taking action in a num- 
ber of areas to address pediatric 
HIV and AIDS. The extent and 
type of activity frequently depends 
on the number of cases of pediatric 
AIDS in the state. The following 
is a description of some state 
activities. 

Coordination: States often initiate 
or facilitate the coordinated plan- 
ning and deliver)' ofseivices to chil- 
dren with HIV infection and AIDS 
and their families. The task force 
is a common mechanirmi for bring- 
ing together providers, families, 
advocates, social workers, and gov- 
ernment otlicials to share informa- 
tion and determine how to best 
meet needs and develop plans. 

InnoxHiiiife Use oj Federal Resources: 
Although oidy a limited number of 
states have Medicaid waivers for 
home and community-based care 
for AIDS patients, many envision 
using ''Katie Beckett" waivers to 
provide care at home. At least half 
of the states offer case manage- 
ment semces for children, not nec- 
esuirily specific for HIV, either 
through the Maternal and (ihild 
Health program or the Medicaid 
program. A number of other states 
are considering case management 
programs. In many of the low-inci- 
dence states, most of the medical 
care for HIV-infected children has 
been provided in pediati ic medical 
centers. 

AIDS Infonnadon and Education: 
States collect information about 
pediatric AIDS, and often operate 
oi sponsor AIDS clearinghouses 
that distribute pertinent informa- 
tion. Many states have their own 
hot lines, and most states are 
expanding their AIDS information- 
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programs targeting minorities, 
women, jail iiunates, and youth. 
The need for HIV education at the 
local school level is a major con- 
cern of public health and educa- 
tioi'i agencies in eveiy state. 
(Currently, eveiy state and several 
local departments of education 
receive Federal funding to help 
develop HIV prevention education 
programs for youth. HIV educa- 
tion is mandated in many states, 
although it is not necessarily linked 
to school fimding. In fact, most 
states have rejected the idea of 
requiring HIV education as a con- 
dition of funding for schools. The 
grade at which the education is 
offered may vaiy, from elementaiy 
to high school. Because a high 
proportion of New Jersey's AIDS 
cases are injection drug-related, 
HIV/AIDS education in that state 
is closely linked with the drug and 
alcohol education program. 

Communities are frequently and 
directly involved in planning and 
providing HIV/ AIDS education. 
F'or example, to make sure that 
HIV infection prevention is 
addressed, Indiana requires the 
development of an HIV/AIDS advi- 
soiy committee in each school to 
provide input to school administra- 
tion and school boards. The 
Michigan Department of Public 
Health has devoted considerable 
effort to the school population, 
including training for school per- 
sonnel and development and distri- 
bution of suggested AIDS curricula 
for grades K-12, anil the 
Department's cooperation with the 
Department of Kducation has been 
hailed as a model across the 
countiy. 

Targeted Outreach and Puvention: 
Almost all states appear to give pri- 
ority to expanding outreach to 
hard-to-reach groups, and expand- 
ing counseling and testing sites. 
California's AIDS plan includes a 
recommendation for routine test- 
ing and counseling of all women of 



child-bearing age in areas where 
HIV infection rates among that 
group exceed 1/1,000. 

Foster Care Issues: Policies vary 
among states as to whether wards 
of the state can participate in 
HIV/ AIDS clinical trials. At least 
15 states have policies that allow 
participation, and a number of 
other states have such policies 
under consideration. Other states, 
however, do not allow wards of the 
stat-p to participate in clinical trials. 
For further information, see the 
upcoming report of the U.S. PHS 
Panel on Women, Adolescents and 
Children with HIV Infection and 
AIDS, Points to Consider: Involving 
HN Positive Children Who Are Wards 
of the Stale in HIV/ AIDS Research, to 
be available from NIH's Office ot 
Protection from Research Risks, 
Bethesda, Maiyland, (301)496- 
7005. 

States recognize relatives as appro- 
priate sources of foster care, and 
relatives are usually the first choice. 
Using lelatives can be difficult in 
high-incidence areas, however, 
because the relatives themselves 
may have AIDS. Relatives of child- 
ren needing care are informed of 
the senices and benefits available 
to them as foster parents. As a 
result of an experiment called the 
Boston Blitz, Massachusetts expects 
to provide timely training and 
quick placement in families willing 
to take drug-exposed and HIV- 
infected r*?Udren. Other areas too, 
are accelerating certification pro- 
grams for foster parents and mak- 
ing them more flexible, and also 
providing training for potential 
foster parents for HIV-infected 
children. 

Placement for the few children 
needing foster care has not posed a 
significant problem for low-preva- 
lence states. However, states with 
areas of high prevalence are 



addressing the need for congregate 
care in a variety of ways. 

Connecticut is considering means 
by which congregate care could be 
arranged and financed if the need 
arises. In Massachusetts, there is a 
widely-perceived need for newmod- 
els of congregate care that can 
serve mothers and children togeth- 
er, and some thought has been 
given as to how such facilities 
might be developed on an experi- 
mental basis. Although 
Pennsylvania places priority on 
family placement for HIV-infected 
children, projects for four- to six- 
bed programs are being developed 
as interim steps in the cities of 
Philadelphia and Pittsburgh. 
Associated (Catholic Charities of 
Maryland has recently opened a 
community-based residential pro- 
gram for infants with AIDS. 
Georgia and Florida have tempo- 
raiy residences for HIV-infected 
children. 

For more information about foster 
or congregate care, contact the 
appropriate state child welfare 
agency. 

Private Support and Funding 

The private sector can and does 
c<mtribute significantly to the pro- 
vision of services for children with 
HIV/ AIDS and their families. 
Collaboration among the public 
sector, private foundations, and 
community-based organizations 
may be the only way to build a com- 
prehensive, integrated system of 
care for children with HIV/ AIDS 
and their families. 

National Foundations and 
Organizations 

According to the Foundation 
Center, over 150 private founda- 
tions have made AlDS-related 
grants. Since 1985, the Robert 
Wood Johnson Foundation (RWJ) 
has awarded 127 grants totaling 
more than $50 million to existing 



health rare facilities and rommuiii- 
ty-based orgaiii/atioiis to improve 
AIDS care and accessibilit)' and to 
support HIV prevention eflorts. 
Under its AIDS Prevention and 
Services Program, RWJ has award- 
ed 54 grants to geographically and 
organi/alionally diverse AIDS pre- 
vention and service projects; the 
AIDS RWJ Health Services Program 
awarded grants serving 1 1 high- 
incidence areas for comprehensive 
community-based systems of care. 
Six grants totalling $4.2 million 
have been awarded to support pro- 
grams specifically serving the pedi- 
atric population. 

RW| also funds the Healthy 
(Children and Healthy Futures pro- 
grams, specifically designed to 
assist communities in developing 
health care services for children. 
These programs may enable exist- 
ing fimding to be utilized for ser- 
vices to children with HIV/ AIDS. 
For further information on RWJ 
funding, contact RWJ at (609)243- 
5937. 

National Pediatric HIV/AIDS 
Organizations 

Since the mid-1980s, numerous 
organizations have been formed to 
provide advocacy and support for 
persons with AIDS. Organizations 
that specifically address pediatric 
AIDS include: 

• The Pediatric AIDS (Coalition is 
a coalition of 21 national 
organizations that serves as 
advocates for children, adoles- 
cents, families, and caregivers 
whose lives are affected by HIV 
infection and AIDS. Staffed by 
personnel from the American 
Academy ot Pediatrics, the 
(loalilion serves as the pediatric 
task force for the National 
Organizations Responding to 
AIDS (NORA) and lobbies 
before (Congress for better laws 
and appropriations of funds. 
Appendix H provides a list of 
national organizations that 



belong to the National 
Pediatric AIDS Coalition. 
For further information, con- 
tact the Pediatric AIDS 
Coalition at (202)662-7460. 

• The Pediatric AIDS Foimdation 
promotes biomedical research 
on pediatric AIDS. It works 
closely with the American 
Foimdation for AIDS Research 
(AmFAR), the Pediatric AIDS 
(^onsortiimi of Los Angeles, 
and pediatric AIDS units in 
hospitals around the world to 
improve and increase pediatric 
AIDS research. It also has pro- 
vided funds to a model commu- 
nity program in Los Angeles 
for emergency assistance and 
public education. For further 
information, contact the 
Pediatric AIDS Foundadon at 
(213)395-9051. 

• The Foimdation for Children 
with AIDS, Inc. provides a net- 
work for professionals working 
with drug-exposed and HIV- 
infected children and their 
families. The purposes of the 
F'oundation are to advocate 
quality services for drug- 
exposed and HIV-infected 
chidren and their 

families; to promote and 
provide innovative, compre- 
hensive, family-centered and 
community-based seiTices; to 
provide a network for profes- 
sionals; and to disseminate 
state-of-the-art information 
about the issues, needs, and 
ser\'ices for drug-exposed and 
HIV-infected children and 
their families to professionals, 
family members, decision and 
policy makers, and the public. 

Six times a year, the 
Foundation pul)lishes a newslet- 
ter, entitled Children luith AIDS, 
that reaches a national reader- 
ship of 3,800 people. The 
newsletter carries articles about 
children and families, pro- 



grains from across the country, 
job openings, updates on 
research, funding sources, and 
resources. The Foundation is 
engaged in a campaign with the 
Junior League of Boston to 
inc^'ease public awareness about 
the needs of children with HIV 
infection and their families 
through presentations made to 
corporations and businesses. 
The Foundation sponsors con- 
ferences, lectures, and work- 
shops for professionals, includ- 
ing intensive training institutes 
for community service 
providers. It receives funding 
from the Samuel Jared 
Kushni( k Foundation, the U.S. 
Maternal and ('.hild Health 
Bureau, theJDM Foundation, 
the Shappell Foundation, and 
also from private donations. 

For more information, contact 
the Foundation for (]hildren 
with AIDS at (617)442-7442. 

Non-AIDS Public Interest/Advocacy 
Organizations 

Numerous organizations that are 
not AIDS-speciFic provide advocacy 
for children's health and welfare. 
Such organizations include the 
(]hild Welfare League, the National 
Foster Parent Association, and the 
Association for C^are of Children's 
Health. These organizations pro- 
vide the public advocacy that can 
often stimulate the increased pul> 
lie awareness, funding, and voUm- 
teerism so critical in addressing 
pediatric AIDS/HIV care issues. 
See Appendix I for a selected list- 
ing of these organizations. 

dnmmunity Or^aniiaiions, Including 
(llmrchps 

Other non-AlDS organizations that 
operate at the (ommunily level are 
potential resources for semces and 
support. For example, the 
American Cancer Society (ACS) 
pays a certain amount for home 
attendant services, depending on 
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local funding. ACS may pay family 
members and friends for providing 
care, as well as furnish transporta- 
tion to and from the hospital, clin- 
ic, or doctor's oHlce. Meals on 
Wheels and similar programs deliv- 
er two meals a day to the homes of 
sick or disabled persons. Churches 
or civic groups may provide com- 
panions or aides who will help with 
household chores, pick up medica- 
tions, provide respite care, and 
other semces. For more informa- 
tion on the American (dancer 
wSociety, contact 1 (800)4- (ANCER. 
F'or more information on Meals on 
Wheels programs, contact 
(202)547-6157. 

The National Community AIDS 
Partnership, a partnership of 19 
cities, awards funds on a competi- 
tive basis to local community 
groups for ^ rious AIDS activities, 
including pediatric AIDS efforts. 
For more information, contact any 
of the 19 locally-based organiza- 
tions forming the partnership list- 
ed in Appendix }. 

The National Association of 
(]ommunity Health (Centers 
(NA(]H(^) is also involved in pedi- 
atric HIV issues. It provides clini- 
cal, management, and capacity 
development training concerning 
HIV to its membeis. Federally- 
funded community and Migrant 
Health (lenters and Health Care 
for the Homeless Projects. Thirty 
percent of the 5.8 million patients 
in care at these 2,000 clinic sites are 
children under the age of 15. It is 
estimated that health centers will 
see 247,000 HIV positive individu- 
..Is in 1991. For further informa- 
tion, ronlact David Cavenaugh, 
(202)^59-8008. ^ 
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New Jersey 

One of the first areas in the 
United States where the 
HIV epidemic took root 
among injecting drug users was in 
the urban northeastern part of 
New Jersey adjacent to New York 
City. By the inid-1980s, hospitals in 
that area and heaUh officials in the 
state government were aware that 
growing numbers of drug users, 
women, and children — most of 
whom were uninsured or relied 
upon public entitlements to fund 
their health care — were becoming 
infected. Because the state reim- 
bursed hospitals for uncompensat- 
ed care, many of these people first 
sought care for HIV symptoms at 
acute care hospital emergency 
rooms. For those who were admit- 
ted and treated, getting discharged 
was often a problem because there 
were so few services and suppoi t 
mechanisms to assure them contin- 
uing appropriate care. 

By 1986, having recognized the 
scope of the epidemic, state health 
and human seirices officials had 
made application to foundations 
and federal sources to develop pro- 
grams for HIV-infected people. 
The Newjersey State Department 
of Human Services applied to 
Medicaid for a home- and commu- 
nity-based service waiver. The waiv- 
er, implemented early in 1987, set 
up two case management systems 
— one for adults and one for chil- 
dren — to assure the cost-efTective 
deliveiy of care to people with HIV 
in local facilities. The Medicaid 
case management program for chil- 
dren with HIV was combined with 
an existing case management pro- 
gram for children with special 
health needs, under the aegis of 
the Special Child Health Sen'ices 
program. 



Also in 1986, the Department of 
Health applied to the Robert Wood 
Johnson (RWJ) Foundation's AIDS 
Health Service Program to develop 
a case management system in the 
areas most seriously hit by the epi- 
demic. Representatives of many 
major health and social service 
organizations in Newark and Jersey 
(!lity were brought together to help 
plan the care system. When the 
RWJ grant was awarded, this same 
consortium of providers set about 
to implement it. The case manage- 
ment system, administered central- 
ly by the State Department of 
Health, was funded at six hospitals, 
including Children's Hospital of 
Newark, because the hospitals were 
the points of entry to the health 
care system for the majority of HIV- 
infected people. With additional 
funding from the Federal Health 
Resources and Sei'vices 
Administration, the program was 
expanded in 1988 from six to ten 
hospitals. 

RWj pi ogram case managers and 
other providers came to be strong 
advocates for the broad range of 
semces needed by HIV-infected 
people. And, seeing the program's 
success, several participating hospi- 
tals elected to fund additional case 
management positions. 
Currently, both the RWJ and the 
Federal grants supporting this pro- 
ject are for demonsti ation pro- 
grams; with their expiration in 
1991 , the state plans to use Federal 
HIV block jxrant funds to maintain 
the pi oject. 

A case management program can 
succeed only to the extent to which 
there are community-based services 
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to which clients can be referred. In 
New Jersey, some of these ser\ices 
aheady existed, although in sorne 
cases, case managers had to inter- 
vene to make them available to 
people wim HIV. In other 
instances, services had to be creat- 
ed. For example, subacute facili- 
ties were needed for children no 
longer requiring hospitalization 
but not yet ready to go home (or to 
a foster home). The first such facil- 
ity in New jersey was financed by a 
newly created foundation, and 
much of the work to prepare the 
physical plant was donated. Several 
additional such facilities have since 
opened throughout the state. 

Recognizing the need for broad 
cooperation among pnwiders seiA'- 
ing children with HIV, the Stale 
Department of Health and 
(Ihildreirs Hospital applied to the 
Federal Department of Health and 
Human Semces for a pediatric 
AIDS demonstration grant to estal> 
lish a network of regional pediatric 
HIV centers. The experience ol' 
(Ihildreirs Hospital indicated that 
such centers should plan care lor 
HIV-infected children with input 
f rom their mothers and other lami- 
ly members, This input was sought 
through various agencies semng 
these populations, including the 
state's Maternal and (Ihild Health 
dare unit and its child protective 
agency, the Division of Youth and 
Family Semces. 

Most of the I'acilities that became 
the five regional centers were 
already experienced in dealing 
with HIV-infected children. 
KxprrieiK ed personnel IVom 
(Ihildren's Hospital wen* already 
seiving as consultants to other lacil- 
ities throughout the ( ountiy. in 
H)S9, this seivi( e was institutional- 
ized as the National Pediatric HIV 
Resource (lenter. and rec eived 
Federal lunding in 1990. 

During 1990, ♦ Jersey also insti- 
tuted a Treatment Assessment 



Program to extend monitoring, 
evaluation, and care to asymp- 
tomatic people with HIV infection. 
This program enables women and 
children to receive antiviral and 
prophylactic treatment as appropri- 
ate. These semces are being 
financed to the greatest possible 
extent out of existing funding 
streams. Private payers are begin- 
ning to recognize that timely reim- 
bursement for ambulatory care 
often reduces the costs of acute 
care down the road. State health 
authorities, who have already 
adopted DR(is for the reimburse- 
ment of in-hospital HIV care, have 
been negotiating changes in reim- 
bursement for outpatient care, to 
include case management and 
pharmaceuticals. Since many 
clients receive health care through 
Federal entitlement programs, 
appropriate changes will need to 
be made in those reimbursement 
policies as well. 

To ensure broad professional and 
public input into its programs, in 
1986 the New Jersey Department of 
Health formed several statewide 
task f orces to make recommenda- 
tions on public policy. A task lorce 
on education brought togelhc i' 
community leaders in education 
witli representatives of both the 
Department of Health and the 
Department of Education to devel- 
op HIV curriculum guidelines Ibr 
schools. To cany prevention mes- 
sages to children and adolescents 
not in schools, the Department of 
Health worked with the New Jersey 
Health Products (Council, repre- 
senting the pharmaceutical indus- 
ti\. One product ol their collabo- 
ration was a series ol "Bands to 
Beat AIDS" posters lealuring popu- 
lar entertainers. 

Another statewide* task lorce was 
the Pediatric AIDS Advisoiy 
(Committee, in 19S9, this commit- 
tee obtained funds Iroin t.ie 
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Dcpai tnuMit olHralih to prepare a 
final report. Oallcd (inieratiims in 
feofmrdy: Responding to HIV Infection 
in Children, Wo7nen, and Adolescents 
in Nm jersey, the report identifies 
priority issues in shapinjj care deliv- 
ei-y and prevention eflbrts for chil- 
dren, women, and adolescents at 
risk, 

To procure copies of this report 
and for j^eneral information about 
New Jersey's efforts, contact the 
National Pediatric HIV Resource 
Center at Children's Hospital, 89 
Park Avenue, Newark, New Jersey 
07104, (201)268-8251. 

South Texas ChUdren's AIDS 
Center 

South Texas is a rej^ion with inter- 
mediate prevalence of HIV infec- 
tion. Recent studies of the Texas 
DepartnieiU of Health place this 
prevalence at about 1/1000 amon^ 
pref^nant women and at about 
2/100 amonj; students of collej^es 
and universities. Prevalence is three 
times hif^her amonj; blacks than 
aniouf^ Hispanics and Anj^los. 
The South Texas Children's AIDS 
Center is a prof^ram of the 
DepartmeiU of Pediatrics of The 
University of *f exas Health Science 
Ceiiter at San Antonio in collabora- 
tion with many commimu . >ed 
orj^ani/ations and clinics. Bi cause 
of the relatively low prevalence of 
HIV infection in this rej^ion, th(* 
faculty and staff of the Center had 
the opportunity to develop sironj; 
programs in preveiuion of HIV^ 
infection and professional and 
conmiunity education in addition 
to prof^rams of care for infants, 
children, arid their families. 

The three stated objec fives of the 
CeiUer have been to provide: 

• ( omprcheiisive ( are of HIV- 
infected infants and ( hildren 
and iheii pareius thi ouf^li case 
manajjemeiU; 
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• pievention of the spread of 
HIV infection throuj^h educa- 
tion; and 

• education of health profession- 
als on the dia^niosis and man- 
aj^ement of HIV infection in 
infaiUs, children, and their 
pareiUs. 

Comfrrehensive Care: In 1985, testinj^ 
of patients with hemophilia reveal- 
ed 67 who were seropositive for 
HIV. Ofthese, 43 were under 18 
years of aj^e. The Hemophilia/HIV 
SiuTeillance Clinic was orj^ani/.ed 
by the faculty and stafTof the 
Department of Pediatrics at the 
Santa Rosa Children's Hospital. 
Because increasiiig refei rals of 
non-bemophilic, HIV-infected 
pediatric patieiUs to that clinic 
strained the resources designated 
for patients with hemophilia, in 
early 1988, the Department of 
Pediatrics committed facrulty and 
staflto create a separate clinic, the 
San Antonio Pediatric AIDS Clinic, 
which was hou.sed at the 
Brady/(ireen Commiuiity Health 
CeiUer in downtown San AiUonio. 
With a PedicUric AIDS Health Care 
Denionstraticjn CraiU from the 
Maternal and Child Health Bureau 
of the DHHS, in August of 1988 
the two clinics were merged iiUo 
South Texas Children's AIDS 
CeiUer. Karly in 1989, a monthly 
clinic was begun in the border 
town of McAllen, Texas, to provide 
care for infaiUs, ( hildren, and their 
families in the rural Rio (Irande 
Valley. 

The characteristics of the (ompre- 
hensive care provided at the Center 
are as follows: The faculty and staff 
of the muliidisciplinaiy care team 
arc mostly bilingual in Knglish and 
Spanish. The ( are team provides 
[)rimaiy, sccondaiy, and tertiaiy 
care to outpatieiUs and inpatieiUs; 
subspecialty care is provided by the 
AIDS Center's 75 faculty members 



from the Department ol Pediatrics 
in the University (llinics. While 
outpatient care is provided without 
regard to financial eligibility, all 
patients needing inpatient care 
have so far (jualified tor coverage 
by insurance, Medicaid, or the 
Texas Crippled Childreirs 
Program ((Chronically 111 and 
Disabled ('hildren) of the Texas 
Department of Health. 

(]ase management is pnnided to all 
patients and their families. 
Moreover, the care team is assisted 
by 90 voluntetTs trained in the han- 
dhng of pediatric HIV-infected 
patients. Care includes develop- 
mental assessment and support of 
the HIV-infected children and 
their families. To care for aban- 
doned babies with HIV-infection 
awaiting foster home placement or 
to proNide respite care to needy 
families, the Center, in collabora- 
tion with the Sisters of the Divine 
Providence, has built and now 
operates the Providence Home for 
Infants with HIV Infection/AIDS, a 
special care facility licensed by the 
Texas Department of Health on 
the grounds of the Stella Maris 
Clinic. 

The fiscal support for the (Center is 
derived from the University of 
Texas Health Science Center, the 
Maternal and Child Health Bureau 
of the DHHS, the Hemophilia 
Foundation, local charitable organ 
izations, the United Way of San 
Antonio, and numerous donors of 
monies from the private sector. 
The development of this special 
care delivery system has been 
accomplished through the support 
of existing agencies and institu- 
tions without the need to invest in 
new facilities. The (Center faculty is 
comprised of physicians, psycholo- 
gists, nursing and social work coor- 
dinators, research nurses and a 



developnientalist; it recently 
acquired the ser\4ces of an internist 
to care for parents in the same set- 
ting and at the same tinie care is 
provided to their children, (Care is 
available 24 hours a day. An 
AdNisoiy Connnittee, comprised of 
"consumers,'* representatives of col- 
laborating organizations, hospital 
administrators, and Center faculty, 
meets quarterly to review the evolu- 
tion and effectiveness of the Center 
programs. 

Prevention: The (Center has devel- 
oped a nniltifaceted system for pie- 
venting the spread of HIV infection 
among women and through them 
to their offspring, as well as among 
youths engaging in high-risk activi- 
ties. Some of the prevention pro- 
grams include: 

• reproductive counseling of 
injection drug abusers referred 
to the Center; 

• AIDS prevention classes (5 
hours per week) for the 
approximately 1,500 youths 
(ages 10-17 years) detained for 
acts of delinquency at the 
Juvenile Detention Center of 
Bexar (County. This program, 
thi'ough a grant from 
HRSA, has been expanded to 
provide integrated primary 
care, drug abuse rehabilitation, 
AIDS prevention education, 
and vocational/educational 
rehabilitation to these youths 
during detention and during 
the year of probation that 
follows; 

• AIDS prevention education to 
administrators. PTA presidents, 
school nurses and teachers of 
three San Antonio school 
districts; 

• AIDS education to churches 
and synagogues in collabora- 
tion with the Regional AIDS 
Interfaith Network; 
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• AIDS prevention classes for 
drug-abusing pregnant adoles- 
cents; and 

• Numerous print, radio, and 
television interviews on pedi- 
atric AIDS. 

Professional lidn cation : The Cc n te r 
has been active in the education of 
health professionals, increasing 
their understanding of the epi- 
demiology and pathophysiology of 
HIV infection and developing their 
skills in diagnosing and treating (or 
referring) pediatric patients with 
this disease. Some of the highlights 
of these activities include: 

• familiarizing all pediatric resi- 
dents and medical students 
with the principles of diagnosis, 
treatment, and prevention of 
HIV infection; 

r presenting in-service training 
to medical, nursing, and other 
.staff* of hospitals and clinics in 
the region; 

• publishing articles on pediatric 
AIDS in eight consecutive 
issues of Texas Mediriney the 
official journal of the Texas 
Medical Association, which is 
distributed to 28,000 physicians 
monthly; 

• accepting graduate students 
from nursing, social work, 
counseling, and psychology 
program of various colleges 
and universities for clinical 
training in pediatric AIDS; 

» providing care in five commu- 
nity clinics, which removes the 
fear of handling HIV-infected 
infants and children; and 

• working with the judicial staff* 
of thejuvenile Probation 
System and providing correct 
information about pediatric 
AIDS. 



The model system represented by 
this Center has worked well in this 
region with an intermediate preva- 
lence of HIV infection. It has made 
crisis interventions unnecessaiy 
and allowed time to prepare, inter- 
weaving existing resources into an 
effective multifaceted system. It 
has marked a new era in the prac- 
tice of pediatrics by an ac ademic 
group; it has opened the doors of 
community clinics and health orga- 
nizations to the pediatric faculty of 
the University and demonstrated 
that such interactions can be mutu- 
ally beneficial. It has shown that, as 
the HIV epidemic gains momen- 
tum in our country, all segments of 
our health care delivery systems 
and the public must work together 
to successfully meet the challenges 
of this disease, difficult as they are. 
It has shown the immense value of 
public and professional education 
in the prevention of pediatric 
AIDS. It has shown what pediatric 
practice should and could be in the 
yeai' 2000. 

For more information, contact the 
South Texas Children's AIDS 
Center, Department of Pediatrics, 
University of Texas Health Science 
Centei* at San Antonio, 7703 Floyd 
Curl Drive, San Antonio, Texas 
78284, (512)692-3641. 

Project STAR 

Project STAR is a c ommunity-based 
program providing a range of ser- 
vices to Boston area children with 
HIV infection and their famines. 
Most of the children served by 
STAR live with their biological fam- 
ilie.s; all have at least one parent* 
who is infected. Funded until 1993 
by a grant from the Robert Wood 
Johnson Foundation, the program 
aims primarily to help families con- 
tinue caring for their HIV-infected 
children at home for as long as pos- 
sible. To this end, STAR defines 
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ihv family as the client, and staff 
work with all family members to 
promote and support family 
functioning. 

STAR services are monitored by a 
transagency board of 31 represen- 
tatives from hospitals and agencies 
sei*ving women, children, substance 
users, families, and those affected 
by AIDS. Traiisagency board mem- 
bers and staflfrom their afliliate 
agencies refer families for STAR 
sei*vices. At monthly board meet- 
ings, the transagency board mem- 
bers recommend services and 
strategies for families, monitor case 
management, and advocate for 
services. 

STAR employs a 2()-meml)er multi- 
culuiral and multilingual staff. A 
four-member outreach team works 
on Boston streets and in the 
Massachusetts women's prison to 
educate adults and youth engaging 
in high-risk behaviors about pre- 
venting mV transmission. They 
also identiiy families in need of 
STAR services and engage them in 
the program. 

At preseiu, early inlenenlion and 
day care stafl work with 46 children 
under age five who are HIV-infect- 



ed and 140 members of their fami- 
lies. Services begin with an explo- 
ration with the family about their 
perception of service needs, and an 
assessment of the child's develop- 
mentiil strengths and needs. The 
stafl and family then develop an 
Individualized Family Service Plan 
that will govern the deliveiy of 
STAR services. In addition to work- 
ing (iirectly with the family, the 
early intervention team member 
also serves as the family's case man- 
ager and coordinates STAR sei*vices 
with those provided by direct ser- 
vice providers from other agencies 
who also seiTc the family, such as 
the Massachusetts Association of 
Visiting Nurses, the family's physi- 
cians at clinics and health centers, 
legal aid staff or other conmumity- 
based AIDS programs. At the Star 
Project, all of the families receive 
services from at least five outside 
agencies. 

STAR staff work with the families in 
iheir homes, providing conrseling 
and developmental intemMition, 
and at a center lo( ated on the 
grounds of a conununity health 
ceiuer. (Children with HIV infec- 



tion under age five are transported 
by bus to the STAR eai ly inter\'eii- 
tion groups and therapeutic day 
care programs each day. Parents, 
siblings, and other family inembers 
also come to the center for educa- 
tion, support groups, and recre- 
ational activities. The STAR centei* 
is designed to be a happy, comfort- 
able, and safe haven where families 
can openly share their thoughts 
and feelings, support one another, 
and feel at home. 

The case management activities of 
STAR staff are critical to helping 
the children live at home and the 
families function effectively. Many 
of the families are involved with as 
many as 15 different practitioners 
and agencies, (lareful coordina- 
tion of the medical, social, and 
other family semces helps to 
ensure that the children and fami- 
lies not only receive, but also uti- 
lize, necessar)^ senices. 

In addition to the grant from the 
Robert Wood Johnson Foundation, 
optM ating support to STAR is pro- 
vided by the fundraising activities 
of the Foundation for (children 



with AIDS. Funds raised from pri- 
vate foundations in the Boston area 
were used io lenovate and equip 
the STAR Child and Family Center. 
Medicaid reimburses some of the 
seiTiccs pi'ovided by the eaiiy inter- 
vention team. The program is 
exploring ways to integrate STAR 
services into the state early inter- 
vention and education systems in 
order to ensure continuation of the 
program when Foundation funds 
are no longer available. 

For more information about 
Project STAR, contact the Pr()ject 
at 1800 (Columbus Avenue, 
Roxbuiy, Massachusetts 021 19, 
(617)442-7442. 

Circle of Care 

The (Circle of Care, established in 
1990, is a family-centered program 
designed to meet the needs of HIV- 
affected families and help prevent 
the spread of HI\' among women, 
children, and adolescents living in 
Philadelphia. This pr()ject employ^ 
an integrated system to deliver 
health care, case management, cen 
trali/ed support semces, communi 
ty education programs, and preven 
tion efforts. Public and private 
organizations have come together 
to piovide an extraordinaiy array 
of semces. 



The participating programs are 
ActionAIDS, Bethanna, Blacks 
Educating Blacks About Sexual 
Health Issues (BKBASHI), 
('children's Hospital of 
Philadelphia, Congresode Latinos 
Unidos, Family Planning (x)uncil 
of Southeastern Pennsylvania, 
Pennsylvania Department of 
Health, Philadelphia C.omiuunity 
Health Alternatives (PCHA), 
Philadelphia Department of 
Human Semces, Philadelphia 
Department of Health, and St. 
C.hristopher*s Hospital for 
C'.hildren. 

The spirit of collaboration extends 
to the funding of this project. The 
Pew (Charitable trusts is supporting 
the Circle of Care with an $800,000 
two-year grant and the Rhone- 
Poulenc Rorer corporation is par- 
tially under^vriting the family 
health clinics with a SI inillion fivt*- 
year grant. The Commoinvealth of 
Pennsylvania is funding the case 
management program with a 
5350,000 l«-moiuh grant through 
the Philadelphia AIDS Consortiuin. 
The U.S. Department of Health 
and Human Semces (through 
HRSA'sMCHB) is providing a 
thret»-year graiU with funding of 
$600,000 in the first year. 

The (Circle of Care is guided by a 
vision of the future, a vision that is 
simultaneously bleak and hearken- 
ing. The number of families affect- 
ed by HIV and in need of ser\'ices is 
rising and will continue to rise for 
the foreseeable future. This tragic 
situ.ition is offset by the fact that 
treatment methods foi HIV are 
rapidly improving, and state-of-the- 
art medical and social inteiT(»ntions 
aie helping people to live longer, 
more productive lives. 

Snvices Provided: In Philadelphia, 
the system of ser\'ices for HIV- 
affected families has been o\v\ - 
extended, under-financed, and 



totally uncoordinated. Until now^ 
almost no public funding existed to 
meet the needs of HlV-affected 
women, children and families. The 
(Circle of Care provides a coordinat- 
ed, comprehensive ongoing 
response. Approximately 430 HIV- 
afl'ected families representing an 
estimated 1 ,940 individuals will be 
enrolled in the program over the 
next three years. 

All semces provided by the (Circle 
of (-are are available to children 
under the age of 19, their siblings, 
HIV-infected parents, other family 
members and foster families. 
Semces are provided to family 
members who are symptomatic or 
asymptomatic. The components of 
the Circle of (Care are: 

• Health Care: Out-patient prima- 
iT care for HIV- afTected par- 
(»nls and children is provided 
under one roof. For the first 
time in Philadelphia, adult clin- 
icians are providing care at two 
p(»diatric hospitals, creating 
family clinics for HIV families. 
These family-centered clinics 
are at St. (Christopher's 
Hospital for Children and the 
Children's Hospital of 
Philadelphia. 

• Case Mamifretfwnt: (Case man- 
agement sen ices are being pro 
vided by ActionAIDS, and ever)' 
family enrolled in the program 
has a case manager. Supple- 
menting the case managers are 
trained home \isitors who pro- 
vide support ai d assistance to 
the families. 

• Other Suf)j)ort Sewires: Non- 
reimbursable goods and ser- 
vices are available to families 
through the Resources to 
Families Funtl. Bethanna, a 
foster care agency, promotes 
positive, interactive relation 
ships between foster and bio- 
logical families. 



ERIC 



tih 



(hitrearh and Case Ideniificaiion: 
Philadelphia Community 
Health Alternatives (PCHA) 
provides education on HIV pre- 
vention geared toward home- 

essyouth. Counseling and i 'l fnou^^ llir 



testing services are available lo 
at-risk teenagers. 



Prevention and Community 
Education: Blacks Educating 
Blacks About Sexual Health rotNr /([nrflirr In 



pKn'/df an f'\h(i(f 



Issues (BEBASHI) and 
(kmgreso de latinos Unidos 
provide community-based pre- (hnnr\ (n r(i\ nj 

vention education to minority s.' / r/rrs . /r///^// 

youth. The Family Planning . 
Council of Southeastern ' ^ 

Pennsylvania coordinates HIV i n/lohofdl/ini 



risk assessment and counseling 
at teen family planning clinics. 
Sexuality education and refer- 
rals for services will be provid- 
ed to at-risk teenagers. 

• Linkages xoith Existing Sewires: 
The Philadelphia Department 
of Public Health insures that its 
HIV-funded senices ai e appro- 
priate and sensitive to the 
needs of women» children, and 
families. The Philadelphia 
Depai tment of Human Semces 
insures that children of HIV- 
afletted families receive appro- 
priate protective ser\^ices. The 
Peinisylvania Department of 
Health, Division of Maternal 
and Child Health, provides 
linkages with existing Maternal 
and Child Health-funded ser- 
vices throughout Philadelphia. 

For more information about the 
Circle of Care, contact the 
Family Plaiming C'ouncil of 
Soiuheastern Peinisylvania, 
260 vSouth Bioad Street, Suite 1900, 
Philadelphia, Peinisylvania 19102, 
(215)790-4638. r 
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APPKNDIX A 

Neuropsychological Assessment 

Domains - liirth lo 3ymr\ old. In assi-ssiiij; 
inlaiHs and yoiin); ( liildicn tioin hiilh to 
3 yrars old, ilu' lollowinj; t oiisUiK l 
domains arc I'ssrniial (Fk-u hiT, Ithiu is, 
RronsU'iii. Brouwi rs. IV(HU"j;nal, 
Randrnl)nsh,S( hmiU. ^Siowi. mn): 

(1) ivri'pii.r vo( ai)ulai\. (2) Icinpcia- 
mcnl. motor (ii'Vi'lopinrnt. (1) infor- 
mation proi 1'f.sinj;, and (5) so( iai intrrar- 
tion whii h ran he ohtaiiicd nsin^ natural- 
istic nu'tliods ( oinplciiu'nlcd with psyc lio- 
nu'trir assrssmrnt.s and raiviakcr rrports. 
I'hcsi" asscssnu'nls ( an bi* iisrd to I'valn- 
aii' till clliracy oldnij; thrrapy and otIuM 
hrhavioral prrvrntiw iniriM'ntions and 
cdiK ational programs, and to design 
ri'hahilitation prof^rams ro iinprow tin* 
(pialityo! lili-ormV-iidiTli'd inlanis and 
yoimj; rhildren. 

Ihminius - 1 Ut 11 \mr\ old. In assissin^ 
children Irom \\ to 13 yrars old. tin* Ibl- 
lowiny; domains may nrrd to hi* assessed 
(Wilson. !V(|Ui*j;nat. lii'huan. Hronwrrs. 
ct aL. lWO)/riu' I'sscntial lonsinu t 
domains an-: (I) aticnlion. (2) mrmoiy. 
(.S) motor. ( t) (onsii nrtional.and (f)) 
j^i-nrral inii'lli'i tnal ability, riii* di'sirabk" 
ronstnut domains arc: (I) lan^na^c and 

(2) ( (Huvptnali/alion. \ \\v optional ron- 
smut domains am (I ) aiadcmii aibicvr- 
nuMit. (2) iiHi'( live prorcssinj;, and (\\) 
U'arnin|r. 
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Infomia^ion Sources: Substance Abuse, 
Women, and HIV 

Puhlicatiomi 

Siibstaiu c Abuse I iratmcnt and 
IMvwntion in Wonicn ol 
(ihildbcai in^ A |; l' 

Brown, S.S. (Kd.) Children and Parental 
Illicit Drug Use: Research, Clinical, and 
Policy Issues. Institiiiv oi Medic inc. 
National A( ademy Pn-ss, Washington, 

D.c, m\. 

I'. S. (iovcrnnu'iit Cii'ncial Aaoimtinj; 
OHur, Drug-Expo.sed Infants: A 
Generation At Risk. Washington, D.Ci., 
I*)U0. 

Anu'riran Bar Assoc ialion. Drug- 
Exposed Infants and Their 
Families: Coordinating 
Refsponses of the Legal, Medical, 
and Child Protection System. 
Washington. D.C. H)*»0. 

Milln. !!.(;,. rinnn.C.K.. )k Mosrs. !,.K. 
(Kds ). AIDS: The Second Decade. 
National Aiadcmy ht-ss. Washington, 
D.C. IWO. 

onia' ol lnspi'( (or ( n-ncral. V. .S. 
IVpartnu-nt of Hi'i'h i.' i iniiKm 
SciVkvs. Crack Babies. A'ashin^ton. 
D.C, \m), 

K( i^. L. Drug Exposed Infants and 
Children: Service Needs and Po!ic7 
Questioas. OHu i' of Soc ial Si'mn s 
Poli( V. Division ol (ihildrcii. Youth, and 
rainily Poliiy. iWwv of tin* AssisiaiM 
Sirri'iajy for Planning; and Kvalnation. 
I .S. Department of llralth and llunum 
Si-mirs. Washington. D.C. UHM). 



WW 

J. 'I 



Hutchins, E., 8c Alexander, G. Substance 
Use During Pregnancy and Its Effect or^ 
the Infant. PKMII TRS 9(M)1, 
Department of Maternal and (]hild 
Health, The Johns Hopkins School of 
fygicne and Public Health, Baltimore, 
Maryland, 1990. 

National Onter for (Minical 
Infant Programs. Zero to Three. 
Washington, D.C, 1989 (Vol IX, 
No. 5). 

('hasnoff, I.J. (Ed.). Alcohol> Pregnancy 
and Parenting. Kluwer Academic 
Publishers, Hingham, Massachusetts, 
1988. 

('hasnofl', IJ. (Ed.). Drug Use in 
Pregnancy: Mother and Child. Kluwer 
Academic Publishers, Hingham, 
Massachusetts, 1986. 

Preparation for Hospitalization 
and Medical Procedures 

Wells, N., Anderson, B. Preparing 
Children for Medical Tests: Guidelines 
for Parents and Professionals. 

Federation for (Children with Special 
Needs, Boston, 1986. 

Residential and Foster (^are 

American Academy of Pediatrics, Task 
Force on Pediatric AIDS. Infants and 
Children with Acquired Immuno- 
deficiency Syndrome: Placer^ ntin 
Adoption and Foster Care, f ja* itrics, 83, 
609^12, 1989. 

Gitelsoii, P., &: Emery, L.J. Serving 
HIV infected Children, Youth, and Their 
Families: A Guide for Residential Group 
Care Providers. C.liild Welfare Ix^ague of 
America, Washington, D.C, 1989. 



Programs that Address Substance Abuse 
Treatment and Prevention in Women of 
ChiidbearingAge, (See section on Federal 
Resources for more comprehensive listing,) 

National Institute on Drug Abuse (NIDA) 
Research Demonstration Projects on 
Drug Ahuse Treatment for Women of 
ChildbearingAge. NIDA, ADAM HA. 
('ontact Person: Elizabeth Rahderl, 
(301)4434060. 

Office for Substance Abuse Prevention 
(OSAP) and Maternal and Child Health 
Bureau (MCHB) Demonstration Projects 
for Pregnant and Postpartum Women and 
Their Infants. OSAP, ADAM HA, and 
MC:HB, HRSA. Contact Persons: Marilyn 
Rice, (301)443-4564; Ellen Hutchins, 
(301)443-5720. 

Office for Treatment Improvement 
(OTI) Demonstration Projects for 
Women of Childbearing Age. OTI, 
ADAMHA. Contact Person: Ixjretta 
Finnegan, (301)443^802. 

National Institute on Drug Abuse (NIDA) 
Outreach Demonstration Projects. 

NIDA, ADAMHA. Contact Person: Barry 
Brown, (301)443-6720. 

Bureau of Health Care Delivery 
Assistance (BHCDA) Community and 
Migrant Health Center Program. 

BHCDA, HRSA. Contact Pcrsonrjoaii 
Holloway, (301)443-8134. 

Administration kor Children, Youth, and 
Families (ACYF) Abandoned Infants 
Assistance Program. ACYF, OHDS. 
Contact Person: Dr. Wade Horn, 
(202)245-0347. 

National Association of State Alcohol and 
Drug Abuse Treatment Directors 
(NASADAD). Contact Person: William 
Butynski, (202)783-6868. 



ERIC 



APPKNDIX c; 

Characteristics of Effective Mental 
Health Services 



• access io cDnsuhaiion vviih 
medical specialisLs, eihicisLs, 
religious personnel, advocacy 
groups, and legal experts; 



The goals of menial health inici-veniions 
include: 



.sysiemaiic methods ol 
evaluation. 



• decreasing health risks and 
increasing compliance with 
medical regimens (through 
cogniiive-behavioral inierven- 
tious 4*nd combinalions of 
social learning, educational, 
behavior moditlcaiion, and 
fact'-to-face modeling 
approaches); 

• decreasing psychologic symp- 
toms such as depression and 
fatigue; 

improving coping and social 
supports; 

• improving school performance 
and peer relationships; and 

• improving the quality of life 
(Pequegnat, 1990). 



Kssenlial resources (whether iniernal ( 
available through referral) would 
include: 

• an intake and diagnostic evalu- 
ation sen'ice, including individ- 
ual and family assessment; 

• crisis intervention and emer- 
gency services; 

• in/outpatient medical and psy- 
chiatric services; 

• aggressive outreach for less 
accessible populations (e.g., 
•he homeless); and 

• mobile services for home care 
(National Institute of Mental 
Health, 1989). 



Additionally, mental health service 
programs must demonstrate: 

• commitment to meeting the 
child and family needs; 

• mullidisciplinary professional 
expertise in the treatment of 
children with administrative 
policies and procedures to 
facilitate integration ol health 
and mental health care; 

• physical, fmancial, and cultural 
accessibility with adequate 
space, personnel, and supplies; 

• a plan to minimize institutional 
barriers to the semces 
provided; 

• polii ies and pruceilurt s to su|>- 
porl program slaH and prevent 
burn-out"; 
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APPIlNDfXl) 

Associate Regional Administrators for 
Medicaid, Health Care Financing 
Administration, Regional Offices 

Boslnn (I):(!()niuTli( iU» Muiiu\ 
Massac luiscns, New Hampshire, Rhode 
Island, Vcrinoiu 
Cniuac i: Alli ed (i. Kiioroh 

(617) F^m-vm 

New York (II): New Jersey, New York, 
PiierU) Riro, Vir^nn Islands 
(loiiiaci: Aniuu J. O'Leaiy 

(212) 264-2504 

Philadelphia (III) :I)elaware, I)isiri( i ol 
Columhia, Maiyland, Pennsylvania, 
\'ii|5inia, West Virginia 
Coniact: Rcdv. i J. I'aylor 

(213) r>9()-l37H 

Atlanta (IV): Alabama, Florida, (Georgia, 
Kenuirky, Mississippi, North (/arolina, 
South (/arolina, Teimessee 
CoiHari: William R. Lyons 
(83:)) H41-24IH 



San FraiH is(() (IX):Aineri( an Samoa, 
Arizona, (lalifornia, (iuam, Hawaii, 
Nevada 

Ooiuad: iMiwrence L, M( Donough 
(415) 744-:i5()8 

SeaiUe (X): Alaska, Idaho, Oregon, 

Washington 

Contact: Albert j, Ben/ 

(2()()) 442-78(H) 



Chicago (V): Illinois. Indiana, Michigan, 
Minnesota, Ohio, Wisconsin 
Contact: Charles W. Ha/lell 
(312) 35^^334 



Dallas (VI): Arkansas, Louisiana, New 
Mexico, Oklahoma, Texas 
Coiuact: James L, Reed 
(214) 7() 74)493 



KimsusCity (VII): Iowa, Kimsas, Missoiui, 
Nebraska 

Coiuact: Richard P. IJnumnel 
(8I()) 42«K)92ri 

Denver (VIII):Colorado, Montana, North 
Dakoiii, South Dakota, I'lah, Wyoming 
Coiuaci: (iaiy Wilks 
(303) 841-2121 
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APPKNDIX K 

CDC*s Perinatal HIV Reduction and 
Education Demonstration Activities 
(PHREDA) 

Hariem Hospital /Columbia Univeruty 
of Neuf York 

janri Muchdl, M,l)„ M.P.H, 
MarliMn Hospital (IfiUer 
DcparlnuMU of Obsiciiii s 

and (iyiuH'olojry, Room 411^9 

Iamiox Aveiuii* 
Nrw York, Nrw York 10037 
(212) ()94-H22 
FAX: (212) 49MS21 

Rosalind Thompson, M.P.A.. M.P.H. 
HarliMn Hospital ('.enitM 
Depariincnl of OhsliMrirs 

and (iynei'olo>:;y, Room 41:^9 
506 Ix'nox AvtMuu* 
Nrw York, Nrw York 100:^7 
(212) 694-4422,4421 
FAX: (212)491-1:^21 

IVarila NanuM'ow, IMkI), 
(Columbia University 
CPKH 

60 Haven Awniu'. li-!^ 
Nrw York, New York 100:^2 
(212) :^0r)-(i9r)0, ext. 44 
FAX: (212) 

The City of New York Health Department 
joanne Mantell, Ph.D. 
Busliwiek Health (leiiter 
AIDS Reseairh I'nii 
Central Avenue 
Room i:^H 

Biooklyn, New York 11221 

(718) 44:W92:^ or 574-2995 (96) (97) 

FAX: (718) 44:W924 

The State of New Jersey Health Department 
Kevin MeNally 

Maternal and Child Health SeiTiies 
New Jersey Department ol Hea \\ 
CN .164 

Irenion, New Jersev 686'^5-0!^()4 
(609) 292-5(i56 
FAX: (609) 292-:^580 



CeoiKeHalpiu, M,l)„M,P.H, 
Director 

Maternal and Child Health Sersi( es 
New Jersey Department of Health 
CN 'M] \ 

Trenton, New jeisey 08625-0:^64 
(1)09) 292-5(i5() 
FAX: (009) 292-:i^)80 

Anini Kline, Ph.D. 

New Jersey Depaiimeni ol Health 

:m W. Stati* Street 

Trenton, New Jersey 08625 

(609) 984-0725 

FAX: (009) 292-:^58() 

Family Planning Council of Southeastern 
Pennsylvania^ Inc, 
Kay A. Armstronj; 
Reseairh Direetor 
Family Planning Couni il 
of Southeastern Peimsylvania 
260 S. Broad Street, Suite 1900 
Philadelphia, Pennsylvania 19l02-:^865 
(215) 985-262:^ 
FAX: (215) 7:^2-1252 

Mai k Bern ivengo 

Philadelphia DepartnuMU ol Health 

8tl! Floor 

1101 Market Sti eel 

Philadelphia, Pennsylvania 19102-:W) 
(215) 592-5410 
FAX: (215) 592-5484 

Baltimore City Health Department 
John Saritelli, M.l). 
Direi lor of Child Sen ic es 
DepaitrniMii ol Health 
Fast Fayette Street 
Ualiiinore, Mainland 21202 
(:M)1) :W(vl452 
FAX: C^Ol) :W>-1571 

Lowanda liunvi41 

Bahiinoie City Health DepariineiU 

Fast Fayette 
Baltimoii', MaiTlaiul 21202 
C^Ol) :VJIk^048 
FAX; C^Ol) 727-2722 



Florida Department cf Health and 
Rehabilitative Services 
Shannon Hughes 
Project Manager 
HRS State Heahh Ofllcc 
Family Planning Office HSPF 
1317 Winewood Boulevard 
Tallahassee, Florida 32399-0700 
(904) 488-2901 
FAX: (904) 488-2341 

Marilyn Fordyce, M.P.H. 
HRS State Health Office 
Family Planning Office HSPF 
1317 v/inewood Boulevard 
Tallahassee, Florida 32399-0700 
(904) 488-2901 
FAX: (904) 488-2341 

Maurine Jones, Ph.D. 
HRS State Health Office 
Family Planning Office HSPF 
1317 Winewood Boulevard 
Tallahassee, Florida 32399-0700 
(904) 488-2901 
FAX: (904) 488-2341 

San Francisco Department of Public Health 
Geraldine Oliva, M.D. 
Family Health Bureau 
San Francisco Department Public 
Health 

101 Grove Street, Room 115-B 
San Francisco, California 94102 
(415) 554-2563 
FAX: (415) 554-2564 

Philip Darney, M.D. 

Co Principal Investigator 

University of Calif ornia — San Francisco 

(UCSF) 
Deparlnu'Ul of OB/CYN 
San Francisco (General Hospital 
San Francisco. California 941 10 
(415) 821-3050 
FAX: (415) 821-3112 

Moher Downing, M.A. 

University of Califoruiu — Sun Francisco 

(U'CSF) 
3130 20th Street 
San Franc isco Cenenil Hospital 
San Francisco. California 94143 
(415) 47<)-6117 
FAX: (415) 647-7611 



Chrysial Tunstall, Ph.D. 

University ol California — San Francisco 

(UCSF) 
P.O. Box 0898 

3130 20th Street, Room 352 (3rd Floor) 
San Francisco, C:alif(>rnia 94143-0898 
(415) 476-6117 
FAX: (415) 647-7611 

Stephen Purser 
Family Planning (Coordinator 
San Francisco Department of Public 
Health 

101 Grove Street, Room 115-B 
San Francisco, (California 94102 
(415) 554-2563 
FAX: (415) 554-2564 

Susan Kegeles, Ph.D. 
University of California — San Francisco 
(UCSF) 

(Center for AIDS Prevention Studies 
74 New Montgomery Street, Suite 600 
San Francisco, Ci *fornia 94105 
(415) 597-9159 
(3mce (415) 559-0678 
FAX: (415) 597-9213 

Emory University 
Michael Lindsay, M.D. 
P.O. Box 26158 
(]rady Hospital 
Atlanta, Georgia 30303 
(404) 589-3995 
FAX: (404) 659-7041 

Susan Willis 
Emory University 
Atlanta, (ieorgia 30333 
(404) 589-3995 

Joanne (iramling 
Kmory University 
Atlanta. Georgia 30333 
(404) 222-2307 

Data Management 

Charles (iaet/ 
]c\ \y Musial 

Program Resources, hu . (PR!) 
18 Kxcculive Park Drivi* 
Atlanta, (;eorgia 30329 
(404) 72H-1022 
FAX: (404) 321-4043 
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LTG Associates^ Inc. 

('.athlcen (Irain 

Niel Tashima 

HI Ritchie Avenue 

Silver Spring, Maiyland 20910 

(301) 588-2828 

FAX: (301) 588-9421 

or 

P.O. Box 517 

I jviuKston, C.alilornia 95334 
(209) 394-7171 

Centers for Disease Control 
Christine (ialavoui, Ph.D. 
(:iKV(^PS/l)STl)/HIVP (K-44) 
lOOOCiinon Road 
Atlanta, (ieor^ia 30333 
(404) 639-0848 
FAX: (404) b39-08H8 

Kevin O'Reilly, Ph.l), 
CDC/CPS/ DSTI)/ HI VP (F-44) 
1()00 Clif ton Road 
Atlanta, Georgia 30333 
(404) 639-0848 
FAX: (404) 639-0868 

Carolyn Beeker, Ph.l). 
CDC/CPS/DSTD/HIVP (K-44) 
1600 Clifton Road 
Atlanta, (-eorgia 30333 
(404) 639-0848 
FAX: (404) 639-08(i8 

David Cotton, M.P.H. 
CDC/CPS/DSID/HIVP (K-44) 
1600 Clifton Road 
Atlanta, Cieorgia 30333 
(404) 639-0848 
FAX: (404) 639-0868 

Benita I. Harris, M.P.H, 
CDC/CPS/DSTD/HIVP (K-44) 
1600Clinon Road 
Atlanta, (ieorgia 30333 
(404) 639-0848 
FAX: (404) 639-0868 

Don Dowda 

CDC/CPS/DSTD/HIVP (K-44) 
1600 Clifton Road 
AHania,(;eorKia 30333 
(404) 639-0848 
FAX: (404) 639-0868 



Donna Miggins, M,S. 

CDC/CPS/DSTD/HIVP (K-44) 

1600 Clifton Road 

Adania, (ieorgia 30333 

(401) 639-0848 

F .X: (404) 639-0868 

Susan Bernran, M.D. 
CDC/CPS/DSTD/HlVIMK-02) 
1600 Clifton Road 
AUania, (ieorgia 30333 
(404) 639-2580 
FAX: (404) 639-2555 
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NIH AIDS Clinical Trials Group (ACTG) Mailing Ust 



InstUuiion 



Pnncifxd 
Imwsiigaiim 



Study 

(Unmiinators 



NICHD Centere 



Bronx l.c^hanoii 
Hospital (iciitcr 



V. idK^ii's Hospital 
National Mf(li( al (-fntcr 



(iorndl Mrdical (Icntrr 



r.iiiorT rnivcrsity Srfiool 
ol Mi'diciiu' 



Hat U'in Uospitai (icntri 



Andicw VVi/nia, M l). 
Dcpartnwiii oi Pcdiati it s 
Bronx l.chaiion Hospital 

(Center 

Si'h\yn Av<-mir 

«2(:Milsi('in 

Bronx, New ^ork lOlf)? 

(212) r)iH-r)7r>o 

KAX: (212) 2«)9-ltir).S 

Taiuara Rakusan. M.l). 
DcparlinriU of Spec iai 

liiuininolo^ 
(^hiUhvii's Hospital National 

Mc(li( al (-enter 
1 1 I Mi( hi^Mn Avenue. . 
Washin^rton, D.C. 2()(jM) 
(202) 74r)-S2r)H 
KAX: (202) *):V.I-4 J*)2 

Paul Kdelson. M.l). 

Dehorah Sanders. M.l). 

Pediatric lideetious Di.sea.ses 

Cornell Medic al Center. N-HlVl 

New York Hospital 

1.100 York AveiHie 

New York. New York 10021 

(212) i\\:yym\ 

KAX: (212) 74(>H7ir) 

Steven Neslieini. M.l). 
i)e[)artinent of Pediatrics 
KnioiT Cniversity School 

ol Medicine 
Infections Di.seases and 

liinnnnolo^ Division 
m Butler Street. SK 
Atlanta, (ieorj,na 
(101) .WJ-1H87 
KAX: (404) 059-012*) 

KlaincJ. Ahranis. M.l). 
Direc tor of Pediatric AIDS 
Harlem Hospital Onter 
l)e[)artinent of Pediatrics 
r)()() Lenox A\enne 
Room 17-157 

New York, New ^ork I00S7 
(212) ()94 H77 
KAX: (212) 49M8I7 



Ann Stein, R.N. 
(212) r)IH-.57(iO 



Slic-rric« PIumlc«v. R.N. 

(202) 9:vj-:ir)r)H 



lom Hinds. R.N. 
(212) lMVXm\ 



Sonja Neelv, R.N. 
(404) ri89-1997 



Maxine Krere. R.N 
(212) 094-1177 
Clinic (212) OVH-I.SIH 
Ric li I'rhano 
(212) 09 HI 77 
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inslihuion 



hincipal 
Investigators 



Study 

Coonlinators 



Lincoln Hospital (Icntcr 



Kiran Shah. M.I). 
Dcpariincnl of Pediatrics 
I.incoh) Mospital (Icntci 
234 K. 1 49th Street 
Bronx, New York 10451 
(212) r)7<,K5I41 
FAX: (212) 579-5192 



M)ett Balajruer. R.N, 
(212) 579-52I^() 
(212) 579-5(HH) 
(Beeper #29) 



Metropolitan Hospital Center Mahriikh Bamji, M.I). 

Department of Pediatrics 
Metropolitan Hospital 
Center 

1901 First Avenue 

New York, New York 1 0029 

(212) 2:VM)«4I 

FAX: (212) 2:^0^408 



New Yol k Medical (^olleji;e 



Aaha Cupta, M.I). 
Department of Pediatric s 
New York Medical (>)llege 
Westchester Hospital 
Munji;er Pavillion, Room lOH 
Valhalia, New York 10.595 
(914) 2«5-789« 
FAX: (914) 99:MI42 



Mavis DiMnniit, R.N. 
(212) 2.SO-7IO:^ 
(212)2:^(Mirt41 messa^*' 



I.i/ Ahern. R.N.C. 
(914) 2S5-7H9H 



North Shore Cniversily 
Hospital 



Savila Pahwa. M.I). 
Department of Pedi.itric 

Innnunology 
North Shore University 

Hospital 
444 Connnunity Drive. 
Room20() 

Manhasset. New York HOMO 
(516) 562-2()H<') 



Cathy Coane, R,N. 
(510) M()5-27:V^ 



Ramon Rui/ Arnau University 
Hospital 



David (iarcia-Trias, M.D. 
Carmen A( antilado, M.I). 
Department of Pediatrics 
Ramon Rui/ Aritati 

U^iiversity Hospital 
I-iUnel Aveiuie 

Bayamon. Puerto Rico OOOUl 
(H09) 705-70 1 H 
FAX: (809) 705-701 H 



I.eti( ia Diaz, R.N. 
(«09) 79H-27.S3 
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Institution 



hincipal 
Investigators 



Study 

Coordinators 



San Juan (.ity Hospital 



Eli'anor Jinicniv.. M.D. 

(li'ntro Mcdiro 
Mail Station #!2H 
(.PO Box 70344 
San jiian. Puerto Rico 

0093f) 
{80<)) 7()r)-761H 
FAX: {H()<)) 76r)-76l8 



Esther Rosa 
{H09) 7f>r)-76IH (clinic) 
(809) 76(>-2222 (ofiice) 
ext. 3325 



St. (Ihristophcr's Hospital 
for Oliildren 



Harold Liscliner. M I). 
Dept. of Iinnninolo^' 
St. CliristophiT's Hospital 

for Ohildron 
Krif Avcnm* at Front Strci't 
Philadelphia. Pennsylvania 

19134 
(215) 427-52H4 
FAX: (215) 427-559H 



Carol Treston, R.N. 
(215) 427-5473 
Sne (»regoiiia. N.P. 
(215) 427-4329 



.Srhni'ider Children's Hospital 
Lonj; Island Jewish Medical 
Center 



Vincent Bona^ura. M.l). 
Department oi Pediatrics 
Schneider (Children's 

Hospital 
Eonj( Island Jewish Medical 

Center 

269-01 7f)th Averuie 

New Hyde Park. New York 

11042 
(718) 470-3300 
FAX: (718) 470-929! 



Sirsan St huval. M.D. 
(718) 470-3323. 
Debra Hickey, R.N. 
(718) 470-3314 



State University oi New York 
Health Science Center 



Senih Fikrig M.D. 
De[)artinent of Pediatrics 
Prcjfessor and Vice 
Chairman 
Slate University of New York 
Health Seii'iue Center 
450 (Clarkson Avenue - Box 49 
Brooklyn, New York 11203 
(718) 270-1908 
FAX: (718) 270-1985 



(iertnide Sc liuller. P.A. 
(718) 270-3720 



SUNY-HSCB 



Hermann Mendez, M.D. 
Director, Pediatric 

Maternal HlVCCenter 
(KCHC) - Department of 

Pediatrics 
SUNYHSCB 
451 Clarkson Avenue 
Box 49 

Brooklyn, New York 11203 
(718) 3r)3-()320/(7l8) 270-3825 
FAX: (718) 270-1985 



Kathie Shea-Con tello, R.N, 
(718) 270-3825 

Sherr)' Solt/berg 
(718) 27(KW25 
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Instiiuiiou 



Princifml 
Investigators 



Stud) 

(loorditiators 



rMnNJ-Robi ri Wood 
|oliiis(jn Medical School 



l.awii-ncr Fmiki'l. M.I), 
nrparinirni of IVdiairirs 
L MDNI-Robril Wood 

Jolinson Mfdi(al School 
Our Roi)iM'l Wood Johnson 

IMacr,(;\!9 
Ni'w Bi nnswick. New JiTsry 

()S9():V()()U) 

(l>()i) 9:^7-7894 
FAX: (201) 4iS-:U5li 



Robin Sduldcr. R.N., P.N. P. 
Ida Krdiula. R.N, 
(201) 9S7-7H94 



Thr rnivcrsiiv of Conncciiciil (iror^c Joinison. NM). 

Health OcMUcr Drpai muMil of IV(liairi( s 

Till' I'nivrrsilv of ('onnrcU( nl 

Ht'ahn ('enler 
Room I.r)(HH) 
2l>!i Farniln^ion Avcnm* 
Farniin^lon. ('oniirciicul 

(20:^) b7<)-2221 
FAX: {2()S) 679-1251 



I.on ainr Wrlls, R,N, 
(20:^) 679-2221 



I nivnsily of Illinois 
(^(^llrj^t' of Medicine 



L'niwrsitv of Puerto Riro 



\lbrrl Kinsteiii C'.ollege ol 
Mr(li( ine 



Ken Rich, M.I). 
Pedialrir hiinnniol()jr> / 

RhennialoIoj;\ 
Depai inieni of Pediatric s, 

M/(:S.")(i 
L'niversil> of Illinois (.olle^e 

ol Medicine 
(iolle^e of Mefli( ine 
840 South Wood Sn eel 
(lhi(a^o. Illinois bOfU 2 
(SI2) 99t>r)7ll 
FAX: (812) 4i:Vir>2(i 

Clemenle Diaz, M.I). 
J.uian I.iiisC'Olon Santini, 
M.I). 

I)e|)arinient of Pediatric s 
Tniveisilv of Puerto Ri(() 
Medical S( ieni es (iani[)us 
L niversity (children's Hospital 
(;PO Box 5067 
San Juan. Puerto Rico 009:^6 
(809) 7.5:V6.S90 
FAX: (809) 75^^68:^5 

Am* Rubensiein. M.I). 
Albert F.instein (!ollege 
of Medicine 

\:m Morris Park Avenue 
Ma/er Building, Room 219 
Bronx, New York 10461 
(212) 4.S0-2.S19 
(212) 4:^0-2940 
FAX: (212) 9:il-92i:i 



IVg^;^ laboas. R.N. 
(:^l2)9'.a>-1778 



(larincn Rivers. R.N. 
(809) 7.^)4-:i60S 



Sara Patterson 
(212)4:^0-2940 
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Insiitution 



fhincipal 
Investigators 



Study 

Coordinators 



Ik'lleviie Hospital 



William Borkowsky. M.l). 

Associate Professor 

Deparlinenl of Pe diairics 

Belleviie Hospilal 

550 First Aveiuie 

New York. New York 10016 

(L>12) 340^)426 



Boston (^ity Hospital 



Chicago Children's Hospital 



KUen C.(M)per, M.H, 
Assistant Professor 
Maxwell Finland Uiboratorj' 
for Infectious Diseases 
Boston C^ity Hospital 
85 Fast Newton Street. M>8()2 
Boston. Mitssathiisetts 02118 
((H?) 534-5588 
FAX: (617) 534-7230 

Riun Yoj^ev. M.l), 
Infectious Disease 

Department 
Children's Hos()ital 
2300 Children's Plaza 
Box 20 

Chicago, Illinois 60614 
(312) 880-4757 
FAX: (312) 880-6954 



Ann Marie Regan 
(617) 534-5813 



KiUhleeti Weher 
(312) 88(M757 



Cjook (xuinty Hospital 



Children's Hospital - Boston 



Children's Hospital - 
New Jersey 



Fli/alK'th(;ath.M,D. 
Cook County Hos[)ital 
1835 Wes! Harrison Streei 
CC.SN#<)58 

Chicago, llliiois 60612 
(708) 817-71^ )7 (hee[)er) 
(312) 633-7810 (message) 

Kenneth Mcintosh. M.D. 
Division of Infectious 
Diseases 
Children's Hospital 
300 U)ngwood Avenue 
Boston. Massachusetts 02115 
(617) 73.5-8202 
FAX: (617) 735-8387 

Fdward M. (^)nnor. M.D. 
Children's Hos[)ital of 

New Jersey 
AIDS Program 
15 South 9th Street 
Newark, New Jersey 07107 
(201) 268^273 
PAX: (201) 485-7769 



Nancy Kartlvas 
Andrea Ruhin 
(617) 635-7879 
FAX: (617) 635-8387 



Carmen Ayala. R.N. 
Research Nurse 
(201) 268-82^)8 
NinaColaheilli. K.N. 
(201) 268^298 



C^olumhia University (^)llege 
of Physicians and Surgeons 



Ann Cershon. M.D. 
Department ol Pediatrics 
C^olumhia University 

(College of Physicians 

and Surgeons 
Black Building -Ro(mi 427 
650 West 168th Street 
New York. New York 10032 
(212) 305-1.556 
FAX: (212) 30.5-7338 



Susan l-auver-lx)velace 
(212) 305-7222 
FAX: (212)305-2284 
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Institution 



Principal 
Investigators 



Study 

Coordinators 



Duke University Medical 



(>alhcriiK:Wiiferl, M.I). 
Pri)fcssor of Pedialrics and 

Microbiology 
P.O. Box 2951 
428 Jones Building 
Research Drive 
Diike Universily Medical 

CenUr 

Durham, Norlh (Carolina 

27710 
(919) 684-3570 
FAX: (919) 684-5653 



Rosa McKinney 



The Johns Hopkins Hospital 



Universily of Maryland 
at Baltimore 



MotFit Hospital (and sulhunits) 
U(>SF 

sfc;h 

Stanford 
Oakland 



John Modhn, M.D. 
A.vsociate Professor 

of Pediatrics 
The Johns Hopkins 

Hospital 
Department of Pediatrics 
(:MSC1104 
800 North Wolfe Street 
Baltimore, Maryland 21205 
(301) 955-9728 
FAX: (301)955^229 

John Johnson, M.D. 
Director of Pediatrics 
Chief, Pediatric 
Immunology 
University of Maryland 
at Baltimore 
Bressler Building 
Room UM)27 
655 West Baltimore Street 
Baltimore, Maryland 21201 
(301) 328^220 
FAX: (301) 32H^742 

Diane Wars, M,D. 
Professf>r of Pediatrics 
School of Medicine 
Box 0105 
MofTit Hospital 
Room M-601 
505 Parnassus Avenue 
San Francisco, California 
94143 

(415) 476-2865 
FAX: (415) 476-4009 



Lynn Nauman 



DelK)rah Houck 
(301) 328-7666 
Kit Kellinger 
(301) 328-8220 



Fstella Manjo(UCSF) 
(415) 476^9373 
FAX:(41 5)476-4009 
Mindy Benson (SFGH) 
(415) 821-8920 
FAX:(415)821-3112 
Barbara Sullivan (Stanford) 
(415) 723-5682 
FAX: (415) 725-8040 
Michael OTx?ary (Oakland) 
(415) 428-3336 
FAX: (415) 654-8474 



Mouiu Sinai Medical Conner 
(and sul/-tinits) 

Beth Israel City Hospital 
at Elmhurst 



Heim' S. Sacks, M,D. 
Director, (finical Trials Unit 
Moimt Sinai Medical CxMiter, 
Box 1042 

1 (kistave Le\y Place 
New York. New York 10029 
(212) 241-7856 
FAX: (212) 860-4607 
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Institution 



Principal 
Investigators 



Study 

Coordinators 



Texas (Ifiildrcirs Hospital 
(and siilHinits) 



Hctniaiiti Hospital 



rC.IA {and sulh\nu(s) 



Harbor (;riK'nil-l'(:L\ Mfd, 

( icdars-Sinai Medical (!ciiut 
Lon^ Bca( li Mriiioi ial 

Medical (ieinci 
Oliildrcn's Hospi'.ai I..A. 
L-U'.rSCMcdiral CenUT 
KiiisiT IVrmaiuMHf- 
Fanarama (lily 
Martin Luther Kin^ jr. 
(ien(>ral Hospital 
Kiiiser P(»rnianeMte-l)o\\'ney 
I 'CI A Sdiool ol Medic ine 



William T, Shearer. M,l),. Pli.l), 
I. Celine Hanson. M.I). 
Department of Allerg)/ 
hnmnnolo^v 

Texas Children's Hospital 
(')()21 Fannin Street 
Houston, Texas 770.SO 
(71:^) 7<I8-1:M9 
FAX: nV^) 790-1:^5 

NVoniie |, Bryson, M,I).. 
(Mofessor 

Department ol Pediatric s 
ICIASehool of Medic ine 
l()H.S:n.e(:onte Avenue 
Los An^'eles, California 900*24 



Leslie Spring 
(i2i:M 20()-():^()9 
FAX: (*2l:^)8*2n-917r) 



CCSD Medical Center 



Ste|)hen Spector, M.I). 
I CSD Medical Center 
'jyf) Diekinson Street 
H-H14-H 

San Die^o, Calilornia 

9LM0L' 
((iHM r)4:U)447 
FAX: (e)l9) 294-4 KM) 



Candaee Melver 
(619) r)4:V()447 
Riu Hateh 
(()I9) n4:V80«0 



Cniversitv cil Miami Sc hool 
(?t Medicine 



(i\v(»nd()lyn Scott, M.I). 
Cniversitv of Miami Scliool 

of Mediciiu- 
P.O. Box ()l(i9()0. (4-4) 
L^riO N'W 10th Avenue 
Room 20H 

Miami. Florida SIMI^tvlMOl 
CU)")) r)474)(')7(') 
FAX: cm) r)4 7-5.5(12 



Cathy (ianiher 
(:^()5) S24-27I8 



Adult Sulvuiiits 



Clnciniuui C[iildren*s 
Hospital Medical (Center 



( !hris Harrison, M.I). 
Rm, 5-:n^uildin^'(:HRF 
Cluldren's Hospital Medical 
( ientei 

Kliend k Bethesda Avetnie 
Cincinnati, Ohio 45229 
(51:^ 559-1200 



Leslie Ki(4i 
(51:^) 559-4578 



Institution 



Principal 
Investigators 



Study 

Coordinators 



Hershey Medical CLnter 



John Dossctts, M,D. 
Deparlmcnt of Pedialrics 
College of Medicine 
University Hospital 
Milton S. Hershey Medical 

(k-nter 
Division of Infectious 
Diseases 
P.O. Box 850 

Hershey, Pennsylvania 17033 
(717) 531-5425 
(717) 531-8881 
FAX: (717) 531-8985 



Lori Rockwell 
(717) 531-5425 



Ohio State University 
Columbus Children's 
Hospital 



Michael Brady, M.D, 
Section of Infectious 

Disease 
(Columbus Children's 

Hospital 
700 Children ^ Drive 
Columbus, Ohio 43205 
(614) 461-2248 
FAX: (614) 293-5240 



Jiuie Hunkler, R.N. 
614)461-2000 



RaintK)w Babies and 
Children's Hospital 



Phillip Tol/ais, M.D. 
Department of Pediatrics 
Rainbow Babies ami 

(Children's Hospital 
2074 Ablngton Road 
Cleveland, Ohio 44106 
(216) 844-3237 



St. Louis (children's Hospiliil 



(iregory Storch, M.D. 
Virolog)' Department 
St. I/>uis (Uiildren's Hospital 
400 South Kings Highway 

Boulevard 
St. Ixniis, Misf.'Hiri 631 10 
(314) 454-()079 



St. Lukes/Roosevelt Hospital 
(Center 



Saroj Bakshi, M.D. 
Department of Pediatrics 
St. Lukes/Roosevelt 

Hospital Center 
1 14th St. and Amsterdam Avenue 
New York, New York 10025 
(212) 523-4000 
FAX: (212) 523-3393 



Tulanc Universit)' Medicul 
School 



ERIC 



Russell Van Dyke, M.D. 
Dcpin tment of Infectious 

Diseases 
Tulane University Medical 

School 
1430 Tulane Avenue 
New (Orleans, Louisiana 70 11 2 
(504) 588-5422 
tAX: (504) 584-3644 
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Dehby Dalligaro 
(504) 588-5V22 



IMncipnl Study 
Institution Investigators Coordinators 

L'nivei sUy of MassachuseUs Jt^lni Sullivan, M,D. 
Medical School Dcparlnifnl of IVdialrics 

Program in Molecular 

Mrdicint* 
Universily of Massachusclls 

Medical vSchool 
Two Biolech.373 
Planiaiion Sireei 
Worcester, Miy>sach use Us 

OUiOf) 
(508) H5(>-r)5()() 



Universily ot Minnesota Heniy Balfour, M.D. (Hair Kdj^ar 

Professor (612) 62.5 1462 

l^boratoiy of Medicine 

and Pathology 
Box A 437 - ACTU 
University of Minnesota 
Hospital and (Clinics 
MinneajK)liji, Minnesota 

55455 
(612) 625-1462 
FAX: (612) 625-516" 



University of North (Carolina (iharles Van Der Horst, M.D. 
at Uhapel Hill Department of Medicine 

Division of hifectious Diseases 

University of Nnrth (>arollna 
at Chapel Hill 

547 Burnett-Wolmack Building 

(:R.703() 

Chapel Hill, North Carohna 
•J7591»-7030 
(919) 966-2563 
FAX: (919) 91)6^)714 



Uni\ersity of Rochester Raymond Dolin, M.O. 

Department of Infections Diseases 

University of Rochester 

(iOl KImwood Avenue, Box 689 

Rochester. Ne\; York 14642 

(716) 27'V5871 

FAX: (716) 442-9328 
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appi;ni)ix(. 

NIH COMMUNnT PR(K;RAM for clinical RtlSl'ARCH IN AIDS (CPCRA) 



Addiction Research 
and 

Trealmcnl 
Cor|K>nUion (ARTC^) 
Unit 01 



AIDS Research 
of A(lan(a, Inc. 
(ARCA) 
Unil 15 



Br()nx4^»bani)n 
Hospital Center 
(BLHC) 
Unit 06 



Principal Investigator: IxiwrenceS. Brown Jr.. M.D., M.P.H. 
Project Director: Rohcvi C, Sawyer, Ph.D, 
Lducaiion & Training Preceptor: Althea Skinner, Il.N. 
ODB Coordinator: Uwrence S. Brown Jr., M.D.,M.P.H. 



Principal Investigator: Melanie A. Thompson, M.D. 
Project (k)ordinator: Amy Morris 

Education & Trailing Preceptor: Barbara Blake, R.N., M.S. 
ODB Coordinator: Amy Morris 



22 Chapel Street 
Brooklyn. New York 11201 
(718) 260-2917 
FAX: (718) 522-3186 
ARTC:MCI 
E-Mail: 406-3315 

131 Ponce de Leon Avenue 
Suite 220 

Atlanta, (;eorgia 30308 
(404)875-2317 
FAX: (404)872-1701 
Atlanta, (;A 30308 
E-Mail: 407-3316 

AIDS Division Principal Investigator: Jerome A. Ernst, M,D. 

Bronx-l^banon Hospital Center Project Coordinator: Scott E. Torquato, M.S.. C.S.W. 
1276 Fullerton Avenue, Room 223 Education & Training Preceptor: Cathy Pollard, P.A. 
Bronx, New York 10456 ODB Coordinator: Scotl E. Torquato, M.S., C.S.W. 

(404)293-2593 
FAX: (212)681-3966 
E-Mail: 408-3317 



Chicago (Community 
Program for 
Clinical Research on 
AIDS (CHI) 
Unit 08 



Clinical Directors 
Network 

of Region II (CDN) 
Unit 11 



Community 
Consortium (CC) 
Unit 10 



711 West North Avenue 
Suite 201 

(Chicago, Illinois 60610 
(312)266-0277 
Dr. LAiskin 
(312)975-3261 
FAX: (312)2664)306 
E-Mail: 404-3407 

5601 2nd Avenue, #3 
Brooklyn, New York 11220 
(718)492-3666 

FAX:(7I8)492-37I5 CDN.MCI 
E-Mail: 409-3318 

3180 LSth Street, Suite 201 

San Francisco, Calilornia 941 10 

(4ir))t7tv9554 

Dr. /vhiHms (415)821-5531 

FAX: (4l5)47<vl734 

E-Mail: ^01-3459 



Principal Investigator: Roberta Luskin, M.D. 
Project Coordinator: JelTrey Zurlinden, R.N., M.S. 
Education 8c Training Preceptor: JelTrey Zurlinden, R.N., M.S. 
ODB Coordinator: Jeflrey Zurlinden, R.N., M.S 



Principal Investigator: Pascal K. de Caprariis, M.D, 

Project Coordinator: Cheryl Uckman, R.N., M.P.H. 

Assistant Project Coordinator: Carmen Feliciano 

Education & Training Preceptor: Cheiyl Uckman, R.N., M.P.H. 

OBD Coordinator: Cheryl Lackman, R.N., M.P.H. 

Principal Investigator: Donald I. Abrams, M.D. 
Program Director: Thomas Mitchell, M.P.H. 
Education & Training Preceptor: Thonias Mitchell, M.P.H. 
ODB Coordinator: Thomas Mitchell, M.P.H, 
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(k)mprehensive AIDS 
Alliance 

of Detroit (CAAD) 
Unit 16 



Harper Hospital Professional 
Building 

4 160 John R., Suite 202 

Detroit, Michigan 48201 

(313)9934)934 

Dr. Crane (313)745-9131 

FAX: (313)993^302 

E-Mail: 406-3409 



Principal Investigator: l^wrence R. Crane, M.D. 
Project Coordinator: (]onstance Rowley, R.N., M.Kd. 
Education & Training Preceptor: Constance Rowley, R.N., M.Ed. 
OBD Coordinator: William Vallier, M.S.W. 



Delaware Community 
Program for 
Clinical Research on 
AIDS (DEL) 
Unit 13 



Medical Center of Delaware 
501 West 14th Street 
Wilmington, Delaware 19899 
(302)428-2538 

Dr. Holloway: (302)428-2744 
FAX: (302)428-2410 
E-Mail: 409-3428 



Principal Investigator: William J. Holloway, M.D. 
AIDS Research Program Director: Aricne Minesik, R.N., M.S. 
Education 8c Training Preceptor: Patricia Lincoln, R.N., B.S.N. 
ODB Coordinator: Arlene Binesik, R.N., M.S. 



Denver CPCRA 
(DEN) 
Unit 17 



Denver Public Health 

605 Bannock Street 

Denver, Colorado 80204-4507 

(303)893-7691 

(303)893-7249 

Dr. Cohn: (303)893-7051 

Dr. Reves: (303)893-7341 

FAX: (303)893-7519 

E-Mail: 406-3412 



Principal Investigator: David Cohn, M.D. 

Medical Director: Randall Reves, M.D. 

Project Coordinator: Jack Routt*, B.S., M.S.W., M.B.A. 

Education 8c Training Preceptor: Patrick Courlcy, R.N. 

ODB Coordinator: Michael Grodesky, R.N., CCRN 



Harlem AIDS 
Treatment Croup 
(HAT(i) 
Unit 03 



Harlem Hospital (]enter 

Women's Pavilion, Room 126 

.506 Lenox AvtMuie 

New York, New York 10037 

Dr. El-Sadr (212)694-4034 

(212)694-4036 

Mr. Fuentes: (UM2)694-4347 

FAX: (212)694-4347 

E-Mail: 407-3413 

Dr. El-Sadr and Ms. Traynor: 

Infectious Disease Section 

MLK Pavilion, Room 3107 



Piincipal Investigator: Wafaa El-Sadr, M.D. 
Project Manager: Luis FueiUts, M.P.H. 
Administrative Assistant: Mary Traynor, M.F.A. 
Education & Training Preceptor: Michelle Hardy 
ODB Coordinator: Mary Traynor, M.F.A. 



Henr>' Ford Hospital 

(HFH) 

Unit 02 



Division of Infectious Diseases 
2799 West Grand Uoulevard 
CFP-l03.Dr. Saravolatz 
CFP.244 - Ms. Rohb 
Detroit, Michigan 48J * 
(313)876-7664 
FAX: (313)876-2993 
E-Mail: 408-3414 



Principal Investigator: lx)uis D. Saiavolat/, M.I). 
Project Coordinator: Heidi Robb, R.N.. M.P.H. 
Education 8c Training Preceptor: Kim Waigand, R.N. 
ODB Coordinator: Heidi Robb, R.N., M.P.H. 



Hill Health 
(Corporation (HHC) 
Unit 02 



400-428 Columbus Avenue 
New Haven, (]onnecticut 06519 
(203)776-9594 
FAX: (203)787-5510 
E-Mail: 409-3415 



Principal Investigator: Si-hoi l^m, M.D. 
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Louisiana Comimini(y 
AIDS 

Research Program 
(U(ARP) 
Unii 07 



Louisiana Comnnmity 
AIDS 

Research Program 
(UCARP) 
Unit 07 

Phoenix Shanli 
(Iroup, Inc. (PS(i) 
Unit 04 



"^he Research 8c 
Education (iroiip 
(REC;) 
Unil 12 



The Richmond AIDS 
('consortium (RA(') 
Unit 18 



Washington Regional 
AIDS Program 
(WRAP) 
Unil 09 



Tulane University Medical Center 

1430 Tulane Avenue 

New Orleans, Louisiana 70 1 1 2 

(504)584-1971 

FAX: (504)5841972 

E-Mail: 407^3426 

657 King Boulevard 
Newark, New Jersey 07102 
(201)6484)350 
FAX: (201)648-0351 
E-Mail: 409^3431 

1314 East McDowell Road 
Newark, New Jersey 07102 
(602)271-0008 
FAX: (602)256-9208 
E-Mail: 405-3437 
Dr. Kiiplan 

Group Health Medical Association 
1669 West INA Road 
Tucson, Arizona 85704 

2701 NWVaughn, Suite 770 

Portland, Oregan 97210 

(503)229-8428 

Dr. Sampson (505)781-3292 

FAX: (503)227-0902 

E-Maih 401-3446 

Box 49, MlA^ Station 
Richmond, Virginia 23298 
(804)371-6471 
FAX: (804)225-4977 
MC:i Mail: 406-3454 
Overnight Mail 
1 Ith and Marshall Street 
Sanger Hall» Room 7-48 
Richmond, Virginia 23219 

Department ol Infectious Diseases 
(I51B) VA Medical Center 
50lmng Street, NW 
Washington, D.C. 20422 
(202)745-8301 
FAX: (202)332-2797 
FAX: (202)745-8632 (alt) 
MCI Mail: 401-3462 



Principal Investigator: C. Lynn Besch, M.D. 
Project Coordinator: Donna Williams, M.S. 

Education 8c Training Preceptor: Jani.s Walker, R.N., M.N., M.S.S.W. 
ODB Coordinator: Donna Williams, M.S. 



Principal Investigator: George Perez, M.D. 
Project Coordinator: Lucille Mohn, R.N., M.P.H. 
Education & Training Preceptor: Lucille Mohn, R.N., M.P.H. 
ODB Coordinator: Lucille Mohn, R.N., M.P.H. 



Principal Investigator: Charles S. Kaplan. M.D. 

Project C:oordinator: Hazel Chandler.'^lfA. 

Educaticm & Training Preceptor: Mary Coburn, R.N., M.A., M.N. 

ODB Coordinator: Ha/.el Chandler, M.A. 



Principal Investigator: James Sampson, M.D. 
Project Coordinator: Jane Spence, R.N., M.F.d. 
Education & Training Preceptor: Joyce St. Arnaud, R.N. 
ODB Coordinator: Karen Loveless, R.N., M.S.N., A.N.P. 



Principal Investigator: Thomas M. Kerkering, M.D. 
Project Coordinator: Stanley White 
Education 8c Training Preceptor: Pattie Bragg, R.N. 
ODB Coordinator: ('arol Thompson, R.N. 



Piiucjpai Investigator: Fred Gordin, M.D. 

Pr()ject Coordinator: John W. Scott, R.N. 

Education 8c Training Preceptor: Pat Kramer, R.N., N.P. 

ODB Coordinator: Elizabeth Finley, R.N. 
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PEDIATRIC AIDS COALITION MEMBERSHIP LIST 



Susan Campbell 

Co-chairperson 

American Academy of Pediatrics 
1331 Pennsylvania Avenue, NW 
Washington, D.C 20004-1703 
(202)662-7460 
FAX: (202)662-7471 

BiUBaUey 

American Psychological Association 
120017th Street. NW 
Washington. D C 20037 
(202)955-7653 
FAX: (202)331-0437 

Viviaii Gabor 

NYC Health & Hospital Corp. 
555 New Jersey Avenue. NW, #700 
Washington, D.C 20001 
202/393-3903 
FAX: (212)925-3066 

Dave Cavemiugh 

National Association of Community 
Healrh Centers 

1330 New Hampshire Avenue, NW 
Washington. D.C 20036 
(202)659^008 
FAX: (202)659-8519 

Valencia Clark 

Child Welfare League of America, Inc. 
440 First Street, NW, Suite 310 
Washington, D.C 20001 
202/638-2952 
FAX: 202/638-4004 

Anne Dalton 

Public Policy (Coordinator 

Association of Junior Leagues 

660 First Avenue 

New York, New York 10016-3241 

(212)683-1515 

FAX: (212)481-7196 

Diane Doherty 

(leorgetown University 

The Cassp Technical Assistance Center 

2233 Wisconsin Avenue, NW 

(202)338-1831 

FAX: ^202) 338-0860 



Isabelle Garcip. 

National Education Association 
1201 16th Street. NW - Suite 624 
Washington, D,C. 20036 
202/822-7331 
FAX: 202/822-7741 

AIGuida 

American Association ofUniversity Affiliates 
Programs for Developmen tally Disabled 
8630 Fen ton Street, Suite 410 
Silver Spring. Maryland 20910 
(301)58a^252 
FAX: (301)588-2842 

Karen Hendricks 

Association of Junior leagues 
1319 F Street. NW. Suite. 604 
Washington. D.C. 20004 
(202)393-3364 
FAX: (202)393-4517 

Kay Johnson 

Children*s Defense Fund 
122CSu^eetNAV 
Washington. D.C. 20001 
(202)628^787 
FAX: (202)783-7324 

Carole M ande! 

Klores. Feldesman 8c Tucker 
2001 L Su-eet, NW, Suite 300 
Washington. D.C. 20036 
202/46645960 
FAX:202/2934il03 

Nexus Nichols 

National Runaway Network 
AIDS Project Division 
1400ISu-eet, NW. Suite 330 
Washington. D.C 20005 
(202)682-4114 
FAX: (202)283-1933 

Donna Richardson 

American Nurses Assoc iation 
1 101 14th Street, NW Suite 200 
Washington, D.C. 20005 
(202)789-1800 
FAX: (202)842-4375 
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BiU Schmidt 

Western Association of 
Children's Hospitals 
c/o McDermott, Will & Energy 
1850 K Street. N.W„ Suite 550 
Washington, D,C. 20006 
(202)778^72 
FAX: (202) 778^087 

Tom Sheridan 

AIDS Action Ck)uncil 

2033 M Street, NW, Suite 801 

Washington, 20036 

(202)293-2886 

FAX:(202)296-1292 

Anita Cohen 

National PTA 

700 North Rush Street 

(^.hicago, Illinois 6061 1 

(312)787-0977 

FAX:(312) 787-8342 

Sandra Buder Whyte 

National Perinatal Assn. 
101 1/2 South Union 
Alexandria, Virginia 22314 
(703)549-5523 
FAX:(202)683-0067 

Loretta Williams 

March of Dimes 

1725 KSu-eet. NW, Suite 814 

Washington, D.C, 20006 

(202)659-1800 

FAX: (202) 296-2964 

Peters Willson 

National A!»sociation of Children's 

Hospitals and Related Institutions 
401 Wythe Street 
Alexandria, Virginia 22314 
(703)684-1355 
FAX:(703)684-1589 

AmieFege 

National FFA 

1201 16th Street, NW. Suite 621 
Washington, D,C, 20036 
(202)822-7878 
FAX: (202) 822-7846 
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David C. Harvey, M.S.W. 

Project Director 

National Association of Protection 8c 

Advocacy Systems 
900 2nd Su-eet, N.E. 
Suite 21 1 

Washington, D.Q 20002 

(202)408-9514 

FAX: (202) 408-9520 

Carolyn Burr 

Director 

The State 8c National Pediatric 

HIV Resource (Center 
Children's Hospital of New Jersey 
15 South 9th Street 
Newark, New Jersey 07107 

(201) 268-8251 
FAX:(201)485-7769 

Audrey Wright-Spolarich 

National Public Health and 
Hospital Institute 

1001 Pennsylvania Avenue, NW, Suite 635 
Washington, D.C. 20004 

(202) 408^229 
FAX:(202) 408-0235 

Robert Carney 

National Puerto Rican (k)alition 
1700 K Su-eet, NW, Suite 500 
Washington. D.C. 20009 
(202)223-3915 
FAX:(202)429-2223 

Ellen Battestelll 

Planned Parenthood Federation 

of America, Inc . 
2010 Massachusetts Avenue, NW, Suite 500 
Washington. D.C. 20036 
(202)785-3351 
FAX: (202)2934349 

Susan De Laurentis 

Pediatric AIDS Foundation 

1311 (k)l()rado Avenue 

Santa Mcmica, California 90404 

(213)395-9051 

FAX:(213)3944>017 
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American Academy of Family Physicians 
P.O. Box 8723 

Kansas City, Missouri 64114-0723 
(816)333-9700 

American Association of University Allllialed 

Programs for Persons with 

Developmental Disabilities 
8630Fenton Street, 
Suite 410 

Silver Spring, Maryland 20910 
(301) 5884^252 

Association for the (^are of Children's Health 
7910 Woodmont Avenue, Suite 300 
Bethesda, Maryland 20814 
(301) 654-6549 

Association of Maternal and Child Health 

Programs 
2001 L Street, NW, Suite 308 
Washington, D.C. 20036 
(202) 775-0436 

Federation for Children with Special Needs 

95 Berkley Street 

Boston, Massachusetts 02116 

(617) 482-2915 

March of Dimes Birth Defects Foundation 
1275 Maniaroneck Aveiuu 
While Plains, New York 10605 
(914) 428-7100 

National Black Child Development Institute 
1463 Rhode Island Avenue, NW 
Washington. D.C. 20005 
(202) 387-1281 

National Hemophilia Foundation 
The Soho Building 
1 10 Greene Street. Suite 406 
New York, New York 10012 
(212) 219-8180 

National Minority AIDS Council 
300 I Street. NE 
Washington, D.C. 20002 
(202) 544-1076 
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American Academy of Pediatrics 
141 NW Point Boulevard 
P.O. Box 927 

Elk (;rove Village, Illinois 60007 
(708)427-1205 

American (College of Obstetric ians and 
(»ynecologists 
409 Pith Street, SW 
Washington. D.C. 20024-2188 
(202)638-5577 

Association of Black Social Workers 
Metropolitan Washington Chapter 
P.O. Box 2126 
Washington. D.C, 20013 
(202) 529-6127 

Child Welfare League of America 
440 1st Street, NW, Suite 310 
Washington, D.C. 20001 
(202) 638-2952 

Healthy Mothers, Healthy Babies National Coalition 
409 12th Street, NW 
Washington, D.C. 20024-2188 
(202) 863-2458 

National Association of Children's Hospitals and 

Related Institiuions 
401 Wythe Street 
Alexandria, Virginia 22314 
(70:^) 684-1355 

National Black Nurses'Association, Inc. 
1012 10th Street, NW 
Washington, D.C. 20001 
(202) 393^870 

National Institute of Child Health and Human 

Development (NICHD), NIH 
9000 Rockville Pike 
Room 2A32 

Bethesda, Mar>'land 20892 
(301) 49t>5133 
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NATIONAL COMMUNll Y AIDS PARTNERSHIPS 
LOCAL PARTNERS 



Hartford Foundation for Public Giving 
85 Gillett Street 
Hartford, Connecticut 06105 

New York (x>mmunity Trust Foundation 
2 Park Avenue, 24th Floor 
New York, New York 10016 

The Minneapoli,s Foundation 
140016th Street, Suite S60 
Washington, D.C. 20036 

('alifornia Community Foundation 
3580 Wilshire Bf)ulevard, Suite 1660 
Los Angeles, California 90010 

Jacksonville (kimmunity Foundation 
1 12 West Adams Street, Suite 902 
Jacksonville, Florida 32202-3828 

Arizona Community Foundation 
4350 Fast Camelback Road, Suite 216C 
Phoenix, Arizona 85018 

Foundation for the (^arolinas 
301 South Brevard Street 
Charlotte, North Carolina 28202 

San Diego Community Foundation 
525 B Street, Suite 410 
San Dieg'j, California 92101 

Greater Richmond Community Foundation 
4001 Fiuhugh Avenu.% P.O. Box 11553 
Richmond, Virginia 23230 

Dade (Community Foundation 

200 South Biscayne Boulevard, Suite 4970 

Miami, Florida 33131-2343 



The Saint Paul Foundation 
1400Hanna Building 
Cleveland, Ohio 44115 

Metropolitan Atlanta 

The Hurt Building, Suite 449 

Atlanta, Georgia 30303 

Eugene Sc Agnes E. Meyer Foundation 
500 Fushay Tower 
Minneapolis, Minnesota 55402 

Northern California Grantmakers 
AIDS Task Force 
731 Hillgirt Circle 
Oakland, California 94610 

Community Foundation of Metropolitan 
306 West 7th Street, Suite 702 
Ft. Worth. Texas 76102 

Council of Michigan Foundations 
One South Harbor Avenue, Suite 3 
P.O. Box 599 

Grand Haven, Michigan 49417 

Community Foundation of New Jersey 
Knox Hill Road 
P.O. Box 317 

Morristown, Newjeiiiey 07960 

Heart of America United W^ay 
605 West 47lh Street, Suite 201 
Kansas City, Missouri 64112 
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